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ABSTRACT

Natural disasters and pandemics are defined as events that affect all segments of society but
make conditions more difficult for individuals with special needs and their caregivers. In
disaster situations, meeting the needs of individuals with special needs and ensuring their
safety requires the planning of individualized services. In this context, various physical,
emotional, and social problems may arise for caregivers and individuals with special needs.
Global events such as the pandemic can profoundly affect the lives of individuals with special
needs and their caregivers, making the problems and needs they face more visible. The
research, designed as a phenomenological design, consists of twelve mothers who are
caregivers of individuals with special needs. Researcher diary, document analysis, and semi-
structured interviews were used as data collection techniques. The data were analyzed
through content analysis. Research findings were presented descriptively and supported by
direct quotations. The research findings showed that the participants discussed their
opinions under the headings of experiences, problems, support received, insights, and needs
regarding the pandemic process. Participants described the pandemic process as frightening,
disrupting their routines and making their difficult conditions even more difficult; they
reported that they had problems spending time at home and coping with problematic
behaviors. Their views on their experiences during the pandemic process were categorized
as the experiences of the first encounter, the lessons they learned, the adaptation strategies
they developed for the process, and the meaning of education during the pandemic. In
addition, the caregivers received support in various fields from their close family members,
neighbors, and teachers in this process. It was also found that they had needs in areas such
as care, information, material, social interaction, and psychological support. Based on the
results, recommendations for future research and applications have been presented.
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Individuals with Special Needs and Biological Disasters: Experiences of COVID-19

Introduction

Different types of disasters occurring around the world cause varying levels of environmental
damage and a substantial amount of human lives to end (Centre for Research on Epistemology of
Disasters [CRED] & United Nations Office for Disaster Risk Reduction [UNDRR], 2020). CRED
defines a disaster as “an unforeseen and often sudden situation or event that exceeds the local
capacity of the nation, requiring national or international assistance, causing major damage,
destruction, and human suffering” (CRED & UNDRR, 2020). The International Disaster Database
[EM-DAT] classifies disasters as technological and natural (EM-DAT, 2009a). While natural disasters
are defined as a situation that occurs resulting from natural processes in the world (Bjornlund, 2012),
technological disasters, on the other hand, can be defined as situations that cannot be attributed to
a natural cause but to the misuse of technology, and technological accidents.

According to data published by CRED in 2020, 396 natural disasters in 2019 alone affected the lives
of 95 million people (CRED, 2020). In addition, it is known that the level of being affected by similar
disaster situations among individuals with special needs is four times higher than those with typical
development (Rehabilitation International, The Nippon Foundation & United Nations Economic
and Social Commission for Asia and the Pacific, 2014). In this framework, the Sendai Framework for
Disaster Risk Reduction emphasizes reducing the risks posed by disasters and adaptation to climate
change, as well as the participation requirements of individuals with special needs in disaster
planning (Stough & Kang, 2015). These participation requirements can be associated with the
disproportionate risks (in areas such as transportation, safety, shelter, etc.) they experience in
disaster situations (Hemingway & Priestley, 2006). In addition, the participation requirements of
individuals with special needs in disaster strategy and planning are addressed within the scope of
vulnerability theory. This theory claims that some people in society are disadvantaged in situations
such as disasters (Zakour & Gillespie, 2013). In other words, it is stated that vulnerable people are
more exposed to the negativities that occur in disasters and emergencies.

Furthermore, it is argued that being disadvantaged that is, being vulnerable, emerges with the
interaction of cultural, economic, and social factors (World Health Organization [WHO], 2002).
Individuals with special needs as vulnerable groups (Furedi, 2007) are regarded to have difficulties
acquiring disaster information and acting according to the information they have acquired
(Newnham et al., 2020). It is also stated that personal or environmental factors where no support
exists in disaster situations are the basis of being vulnerable (Quaill et al., 2019). With the new
conditions brought by the COVID-19 pandemic, which continues to affect our lives today, the
participation necessities of individuals with special needs in disaster response planning have come
to the fore again (Epstein et al., 2021).

The COVID-19 pandemic (WHO, 2020), which was declared a pandemic by the World Health
Organization on March 11, 2020, is defined as a biological disaster (AFAD, 2019; EM-DAT, 2009b;
Tercan, 2020). Unlike past pandemics, it can be claimed that the COVID-19 pandemic has gained a
global impact very quickly (Ince, 2020). During the COVID-19 pandemic, measures such as closure
of border gates, compulsory quarantine, and cessation of face-to-face education have been taken by
countries to reduce this rapid spread and risk of transmission (Aslan, 2020). In addition to the
countless number of deaths of people during the pandemic, the process also had negative effects in
many areas, such as education, tourism, and social life (Cetin & Balci, 2020; Soylu, 2020). Research
point out that these negativities have a deeper impact on individuals with special needs and that
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these individuals are more likely to face risks during the pandemic than typically developing
individuals (Office of the United Nations High Commissioner for Human Rihgts, 2020; Parekh &
Dalwai, 2020).

Studies have shown that the pandemic has serious effects on the lives of individuals with special
needs and that they should be supported (Saeed et al., 2020), the information provided in the process
is not accessible for individuals with special needs (Qi & Hu, 2020), that their access to the services
they receive is blocked (Jalali et al., 2020; Jeste et al., 2020) and show that they are more vulnerable
to the negative effects of the pandemic (Berasategi Sancho et al., 2021). In addition, Embregts et al.
(2021) reported that the stress and anxiety levels of individuals with intellectual disabilities
increased due to social isolation. Schuengel et al. (2020) stated that behavioral problems of
individuals with intellectual disabilities increased during the pandemic. In terms of parents, who
are the caregivers of individuals with special needs, it is mentioned that it is difficult to maintain
home education during COVID-19 (Daulay, 2021) and that parents are also exposed to negative
effects (Castro-Kemp & Mahmud, 2021; Guller et al.,, 2022). It is also seen that parents need
psychosocial support (Kim et al., 2021) due to the increased stress they experience (Montirosso et al.,
2021).

During the COVID-19 pandemic, there are many national and international studies examining the
experiences of caregivers of individuals with special needs (Aykutlu et al., 2023; Bakan, 2021;
Bozkus-Geng & Sani-Bozkurt, 2022; Ceylan et al., 2022; Demirtas et al., 2023; Embregts et al., 2021;
Gorgtin & Balikg, 2021; Gorgtin et al., 2022; O'Hagan & Kingdom, 2020; Ozmete & Pak, 2023; Rogers
etal., 2021; Tokatly et al., 2021). Studies reveal the difficulties faced by individuals with special needs
and their caregivers and the psychological and social effects of this process. For example, Jeste et al.
(2020) emphasize that COVID-19 has significantly reduced access to health and education services
for individuals with special needs, while Doody and Keenan (2021) emphasize that mental health
problems have increased with service gaps. Willner et al. (2020) showed that caregivers experienced
high anxiety and depression during the pandemic period and that lack of social support and
increased financial difficulties triggered this situation. O'Hagan and Kingdom (2020) examined the
experiences of families with children with special needs during the COVID-19 pandemic and found
that these families needed additional support in education and health. Paulauskaite et al. (2021)
examined families' experiences with preschool children with moderate to severe developmental
delays during the pandemic. They concluded that these families needed urgent assistance to meet
their basic health and social care needs.

It is noteworthy that similar findings were reached in the national literature. In a study conducted
with families of children with intellectual disabilities, Ceylan et al. (2022) reported that students with
intellectual disabilities experienced restrictions in accessing education and health services during
their stay at home and that some students experienced an increase in problem behaviors. Similarly,
Gorgtin and Balik¢r (2021) and Gorgiin et al. (2022) reported difficulties in accessing educational
materials and mental health services during the pandemic in their studies conducted with families
and teachers of students with learning disabilities. A study by Ozmete and Pak (2023) revealed that
mothers of individuals with special needs experienced intense anxiety, stress, and burnout during
the pandemic. Difficulties in accessing services, economic problems and social isolation are among
the biggest challenges faced by mothers in this process. Demirtas et al. (2023) emphasized that
children with autism spectrum disorder experienced distraction and motivation problems in
distance education during the pandemic period, while mothers had to cope with a lack of social
support and stress. Aykutlu et al. (2023) state that disruption of children's routines and difficulties
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in accessing education and rehabilitation services lead to stress and burnout in families. As seen in
these situations experienced by individuals with special needs and their caregivers, it is noteworthy
that individuals with special needs should be included in national pandemic response planning
(Epstein et al., 2021; Rotarou et al., 2021).

This study aims to examine the experiences of caregivers of individuals with special needs from a
disaster-focused perspective, given the definition of the COVID-19 pandemic as a biological disaster
and the increased likelihood of similar biological disasters in the future (Mas-Coma et al., 2020). It is
thought that these experiences will contribute to the development of disaster-based interventions
and help to create more inclusive and effective strategies for future biological disasters (Tercan,
2020). In this context, the results of the study are expected to help better understand the challenges
faced by individuals with special needs and their caregivers during disasters and improve support
services for these individuals.

This study aims to determine the experiences of caregivers of individuals with special needs during
the COVID-19 pandemic in the context of biological disasters and their views on these experiences.
In the context of the research aim, answers were sought to the questions: a) What are the experiences
of caregivers of individuals with special needs during the COVID-19 pandemic process? and b)
What are the opinions of caregivers of individuals with special needs regarding their experiences
during the COVID-19 pandemic process?

Methodology
Research Design

In this study, phenomenology, one of the qualitative research designs, in other words,
phenomenology design, was used to determine the participants' experiences during the pandemic
process and their views on their experiences. A qualitative research design that aims to learn, make
sense of and explain participants' perceptions of a phenomenon from their own perspectives is
defined as phenomenology (Bogdan & Biklen, 2007; Biiyiikoztiirk et al., 2018; Creswell, 2013). In this
sense, the phenomenology design is described as an appropriate method to understand and research
the experiences of the participants in all aspects (Yildirim & Simsek, 2008).

In this study, the phenomenology design was preferred to understand, describe, and comment on
participant views with qualified and direct quotations (Patton, 2018). The study aims at examining
the experiences and views of those who care for individuals with special needs in depth, discovering
what these experiences mean for them and giving suggestions for strategies that support their lives
for similar processes. The research was approved by the Scientific Research and Publication Ethics
Committee of Social and Human Sciences at Anadolu University with the decision dated 07.06.2021
and numbered 70890.

Participants

In phenomenological studies, participants who experience the intended phenomenon and can
express their experiences regarding this phenomenon are studied (Yildirim & $imsek, 2008). In this
framework, after the approval of the ethics committee, the study group of the research was
determined according to criterion sampling, one of the purposive sampling methods. Participants
consist of twelve caregivers residing in the provinces of Kiitahya, Tokat and Sivas. Criteria for
determining the participants were:
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e Having the caregiver status for one of the special needs groups in the 2018 Special Education
Services Regulation (Milli Egitim Bakanlig1 [MEB], 2018),

e The caregivers who will participate in the research are volunteer participants.

The sample did not include those who care for gifted individuals in the relevant regulation. The
reason for not including this group is that the concept defined as a vulnerable group in disaster
situations does not include gifted individuals (MEB, 2018; Stanton & Duran-Stanton, 2019; Zakour
& Gillespie, 2013; WHO, 2002). In addition, pseudonyms were given to caregivers for research ethics
and confidentiality of participants (Glesne, 2015). Information about the participants is given in
Table 1.

Table 1
Participating Caregivers’ Profile
Pseudonyms City of Relationship Age Education Level =~ Relationship Status
Residence
Aygiin Kiitahya Mother 36 Primary School Married
Ayse Kiitahya Mother 35 Primary School Single
Eda Tokat Mother 41 Elementary School Married
Giilcan Tokat Mother 31 College Graduate Married
Isil Tokat Mother 28 Primary School Married
Bilge Tokat Mother 41 High School Married
Berra Tokat Mother 35 High School Married
Seda Sivas Mother 34 Elementary School Married
(Drop-out)
Fatma Sivas Mother 35 Primary School Married
(Drop-out)
Tugba Sivas Mother 34 High School Married
Ahsen Sivas Mother 28 Elementary School Married
Derya Sivas Mother 27 College Graduate Married

Data Collection Methods

The data collection techniques used in this study to examine the participants' experiences in depth
and ensure credibility are the researcher's diary, semi-structured interviews and document analysis.
In qualitative research, interviews are frequently preferred as direct data collection tools, and in
addition to this method, document analysis, and observation techniques can also be used
(Biiytikoztiirk et al., 2018). During the document review process, which can also be defined as the
"document review" process (Kiral, 2020), researchers obtained materials such as photographs,
videos, or event visuals from the participants regarding the pandemic process. With the participants'
permission, these documents were used to support the analysis of the interview data. The
researcher's diary is described as a document that reflects the research process and makes it easier
to follow (Bogdan & Biklen, 2007; Borg, 2001). The researcher's diary, which is kept during the
research process, contains detailed information about important stages, such as the identification of
the research topic, the meetings held, and the identification of participants. In this framework,
document review and the researcher's diary were used to support semi-structured interviews.

Interviews can be used to try to understand the experiences of the participants in a descriptive way
within the framework of the phenomenology design (Yildirim & Simsek, 2008). Semi-structured
interviews, which can be defined as a pre-planned and flexible technique (Tiirniiklii, 2000), can be

169



Individuals with Special Needs and Biological Disasters: Experiences of COVID-19

defined as an effective data collection technique as it allows the participants to express themselves
freely. Within the scope of the research, semi-structured interviews were used to understand and
reflect the experiences of those who care for individuals with special needs during the COVID-19
pandemic process. The draft version of the interview questions created by the researcher group was
sent to three experts in the fields of special education and qualitative research. As a result of expert
opinions, the questions that were thought to be directive and would not provide in-depth answers
were reorganized. After the reorganization, a pilot interview was conducted. The pilot interview
was conducted with a caregiver who was similar to the target group of the study and resided in
Tokat province. The pilot interview lasted approximately 30 minutes and was a telephone interview.
The pilot interview helped to add probing questions to the interview questions, improve the first
author's interviewer skills, and increase the clarity of the questions. After the pilot interview, the
questions were finalized by the researchers and semi-structured interviews were conducted. A few
examples of semi-structured interview questions are shared in Table 2. As part of the semi-
structured interviews, interviews were conducted with twelve caregivers via telephone, Zoom,
WhatsApp video, and WhatsApp audio phone calls.

Table 2

Examples of Semi-Structured Interview Questions

Interview Questions

3.1 What did you experience when you first heard about the pandemic?
3.3. What can you say about adapting to the measures taken?
4. When you think about your experiences, what does COVID-19/pandemic mean to you?
Data Analysis

Care was taken to transcribe the semi-structured interview records without any changes. The
analysis of the data obtained in the research was carried out with content analysis in accordance
with the phenomenology design. Content analysis can be defined as a form of analysis that can
ensure the conceptualization of the obtained data and the themes (Yildirim & $imsek, 2008). In this
framework, care was taken to create themes based on coding that would accurately represent the
expressions of the participants. Document analysis and the researcher's diary were also used to code
the data. First, the first author read the interview documents, the data set. In this process, the first
author took notes and discussed his/her prejudices about the research questions with other authors
in order to increase objectivity (Larkin et al., 2006). Then, when the first author thought that he/she
had mastered the data set through rereading, he/she started coding on meaningful data units. When
the coding by the first author was finished, the author team came together to review the coding and
ensure reliability. The authors discussed the coding and made corrections, if any. The Nvivo 12
program was used in coding and providing consensus on the theme and sub-themes by the
researchers. Draft themes and sub-themes were created from the coding, and a consensus was
reached by the researchers. At the last stage, five main themes and seventeen sub-themes emerged.
This theme and sub-themes are given in Figure 1.

Findings

In accordance with the research design and analysis, participant views were presented descriptively,
sometimes with direct quotations. The main themes reached within the scope of the research can be
listed as insights into the pandemic process, experiences in the pandemic process, support received
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during the pandemic process, problems experienced during the pandemic process and needs during
the pandemic process.

Figure 1.
Themes and Sub-Themes at the End of the Coding Process

Sub-themes
Sub-themes
Theme 3 ,/7
Support Received
During the Pandemic [Jiligl
Theme 1 %
Insights on the i
Pandemic Process o
Sub-themes

Theme 4

Sub-themes

Theme 2 / Sub-themes

Experlences During Sy o
thr Pandemic
Q

Theme 5

Roqul

Insights on the Pandemic Process

Three sub-themes were reached under the main theme of insights on the pandemic process. These
sub-themes are a pandemic as a situation that upsets the routine flow of life, a pandemic as a
situation that makes difficult conditions even more difficult, and the pandemic as a frightening
situation.

A Pandemic as a Situation That Upsets the Routine Flow of Life

Eight of the caregivers stated that the pandemic is a situation that upsets the routine flow of their
lives. Ms. Seda stated that their house was like a prison during the pandemic. Ms. Fatma and Ms.
Derya mentioned that their routines were disrupted, and their living conditions changed. Ms. Ayse
expressed that the expressed that the previous times were precious with the words “we could not
appreciate anything before this COVID-19”. Ms. Giilcan defined the process as "a wasted year or two" and
expressed her wish for the pandemic to end as soon as possible. In addition, while Ms. Isil said that
they isolated themselves from people in their social life, Ms. Berra stated that the process meant a
difficult life for them.
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A Pandemic as a Situation That Makes Difficult Conditions Even More Difficult

One of the understandings of caregivers regarding the COVID-19 pandemic process is that the
pandemic was a situation that made difficult conditions even more difficult. Ms. Ayse, one of the
participants, stated that they were already in a difficult situation as the parents of individuals with
special needs, and that the pandemic made their lives even more difficult. Ms. Aygiin drew attention
to the existence of many factors that they had to pay attention to as parents of individuals with
special needs during the pandemic process, which she described as a difficult process. She explained
this situation as follows:

“I was trying to pay more attention than necessary because I have a hearing-impaired child
with a very weak immune system, while there are normally very sensitive points that anybody
should pay attention to. I encountered this difficulty.”

The Pandemic as a Frightening Situation

Another understanding of the caregivers regarding the process was that the pandemic was a
frightening situation. Two of the caregivers stated that they experienced fear due to health concerns.
Ms. Tugba described her life as “It was really important to be able to breathe, to be able to go out, and to be
healthy...”. Ms. Eda stated that the pandemic was frightening because it could lead to death. In a
similar vein, Ms. Bilge said about the fear of losing the people around her, “The fear of life, our fears
about our loved ones come to the fore. So, the fear of losing is doubled.” Likewise, Ms. Berra described the
process as a never-ending nightmare.

Experiences During the Pandemic

Under the main theme of experiences during the pandemic, four sub-themes were reached. These
sub-themes are first encounter experiences, adaptation strategies, the meaning of education, and
lessons learned.

First Encounter Experiences

Caregivers discussed what they experienced in the first encounter under the sub-themes of not being
able to understand what happened, being afraid of its possible effects, trusting spirituality, and
paying attention to hygiene.

Regarding not being able to comprehend what was happening, Ms. Seda and Tugba stated that they
were faced with a situation that they did not know previously and that they had as much
information as the information they got from television over time. Ms. Tugba described her life as
"Something we did not know, something that had never happened, of course we did our best to accommodate
to what we were told on the TVs.”. In addition, Ms. Ayse and Eda stated that they had doubts about
the reality of COVID-19. Ms. Bilge mentioned that she did research on the internet to understand
this situation, which she did not know.

In terms of the fear of the possible effects of the pandemic, five of the participants expressed their
concerns about the COVID-19 of the individual with special needs. Ms. Fatma expressed that they
were very afraid by saying, “If something like being hospitalized happened, the hospital would
make things very difficult.” Ms. Aygiin said, “"Normally, she is a very weak child with a very low immune
system. I didn’t send her to school. I didn’t send her to training either.” Similarly, Ms. Giilcan was also
very afraid:
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"Especially because something could happen to [saying her child's name], not for ourselves.
Because our child is already overweight. Our child has fatty lungs and liver. So we were
isolated from the whole world for fear of bad consequences for [saying his child's name].

Ms. Ahsen expressed her fears that if something happened to them as caregivers, the individual with
special needs would be left behind.

Two of the caregivers mentioned that they relied on spirituality in their first encounter with the
pandemic. The participants stated that they believed that the pandemic came from Allah and that
they thought that Allah would eventually make it easy.

Another issue that the participants mentioned about the first encounter was that they paid attention
to hygiene in the first encounter with the pandemic. Two caregivers stated that they paid attention
to hygiene with the first emergence of the pandemic. Ms. Isil said, “We didn’t go into crowded places
when we first encountered them. Is it here, too? We were not in contact with anyone. We paid great attention
to our hygiene as we continue now.”

Adaptation Strategies

Participants listed that they developed strategies such as trying to establish a routine for the
individual with special needs, trying to explain the pandemic to the individual with special needs,
and paying more attention to hygiene to adapt to the process.

Three caregivers expressed their views on trying to establish a routine for individuals with special
needs. Ms. Ahsen stated that she was with her child all the time during the day and that she tried
not to leave him alone. Ms. Derya, on the other hand, said that they tried to create a routine in which
they were constantly on the go and attributed this effort to the crisis of the individual with special
needs during their stay at home. Ms. Derya described these experiences as “It gets worse when her
routine is disturbed. We must create a routine so that the child can move forward”. Ms. Giilcan stated that
they used supplements to support the immunity of individuals with special needs.

Four participants explained that they tried to explain the pandemic to individuals with special needs
to adapt to the pandemic process. Ms. Aygiin and Isil, who are among the caregivers, stated that the
individuals with special needs were aware of the pandemic. In the process, they stated that they
attempted to explain the pandemic in cases when an individual with special needs wanted to go out.
Ms. Seda, on the other hand, said: “I explained this situation as "You get very sick, but not like your
previous diseases. It will kill you when you die... I would have to lose you.”

Two caregivers mentioned that they never left the house or paid excessive attention to cleanliness
during the process. Regarding this situation, Ms. Seda said, “I say I never took my children out; I never
took them out for 6-7 months; we always met our own needs. When we came from outside, we took off the
clothes and washed them in the machine.”

The Meaning of Education

The caregivers discussed their views on the education process under the themes of thinking that
distance education was not as effective as face-to-face education and becoming active stakeholders
in the process with the participation of the parents.

Six caregivers stated that they thought the distance education process was not as effective as face-
to-face. In addition, caregivers stated that the distance education process was tiring and not like at
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school. Ms. Seda said:

“They can't understand, how can I say? They cannot do as they wish, they cannot log in on
time as they wish. When someone accesses it, the others must wait. But when it's school, it's
not like that. At least their hours are certain; it is clear that they are going there...”

Ms. Ayse and Aygiin also mentioned that they did not take the place of the teacher. Ms. Giilcan, on
the other hand, stated that they needed school the most during the pandemic process and that they
had problems adapting to the return of face-to-face education. Ms. Giilcan described her life as “Even
if they said that if something happened to us, they would be held accountable as the school administration, I
accepted all responsibility. I used to say I don’t want anything else except that my son is at school”.

Three caregivers mentioned that they became active stakeholders in the process with their
participation in the training, which can be mentioned as a positive aspect of the process. The
participants mentioned that they were pleased to continue training side by side with individuals
with special needs during the pandemic process and that they also saw their development and were
informed.

Lessons Learned

Participants discussed the implications of the process and their views on a possible future pandemic
under the headings of repeating COVID-19 measures, taking measures to spend time at home,
preparing for new pandemic features, and not taking any precautions.

Five of the participants stated that they would repeat the COVID-19 measures for a possible
pandemic. Ms. Gulcan expressed her thoughts as follows:

“... we do not know what the new disease will bring us. As in the beginning... Maybe I won't
be so nervous now that we are more used to it. I pay attention to the cleaning rules; I also pay
attention to hygiene with my son and daughter, and I pay attention to social distancing. If it's
something that spreads because of social distancing."

The participants stated that they would adhere to the rules of hygiene, mask-wearing, and social
distancing.

Three of the participants explained that they would take measures to spend time at home during a
possible pandemic. Ms. Seda expressed her thoughts on this situation as follows:

“I take various plays for home. I buy fun stuff so that we can play together as a family.
Different... I don't know, I buy different things. Family fun, games. Let's do something
together. S that we can change things and go and have fun. So, I mean I buy different things.
I buy a lot of different books and stories and read them together."

In addition, the participants detailed that they could call a teacher to spend time at home in a similar
process and that they would provide materials for the activity materials.

Two of the caregivers said that they could only prepare according to the new pandemic
characteristics in a possible pandemic. Ms. Derya conveyed her thoughts on a similar situation with
the COVID-19 pandemic as: “We know that everything can change within seconds, and everything can
happen within seconds”.

Five of the caregivers stated that they would not/could not prepare for a possible pandemic. Ms.
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Fatma expressed:

“As we generally spend our lives at home, let's say we are very domestic, that is, we wander
a lot, but we are not someone that wanders everywhere, so the pandemic did not actually
bother us. As I said, we were just at home”.

For this reason, she said that they would not prepare for the pandemic. Berra, on the other hand,
stated that she did not have the appropriate conditions and, therefore, she could not prepare for this
reason.

Supports Received During the Pandemic

Three sub-themes were reached under the theme of the support received during the pandemic
process. These sub-themes are information support, financial support, and social support.

Information Support

It was found that caregivers received information support from different sources during the
pandemic process. These resources can be listed as experts, friends, and the internet.

Five of the participants stated that they consulted teachers, school officials, and doctors as sources
of information during the process. Ms. Berra commented on the teacher support she received as:
“We are in constant communication 24 hours a day. I'm calling immediately if there is any problem to ask
about what I could do. Because we have been through difficult times. Thanks to him, he supported us.” It was
found that two of the participants received support from their friends in the process and that these
close friends were, again, experts. Three of the caregivers stated that they used the Internet as a
source of information. Ms. Bilge stated that she used the internet to do research when she first heard
about the pandemic. Ms. Berra and Derya also stated that they used the Internet for education.

Financial Support

Three of the participants stated that they received financial support from their neighbors during the
pandemic process about matters such as employment or shopping during quarantine. Ms. Fatma
commented on the support they received as employment:

“Especially when it comes to finding a job... my next-door neighbor. When my husband left
his job because things stopped during the pandemic they told him to stop working. That's
why my husband has a flower shop right now [she says the name of the district], and he
started to work with someone; his uncle's son had a flower shop. He worked there, and it was
closed. He started working as a packer and left that job. He worked at an electrician’s shop,
and he left it. My husband is currently working as a food wholesaler. Our neighbors found
the electrician’s and food wholesaler jobs for my husband. they told us that ‘if you are not
satisfied with the things, let's look for another job.” You know, I have a neighbor across the
street, we can never repay his due."

Social Support

Eight of the participants stated that they received social support during the process. Participants
named close family members (e.g., mother, sibling, family elders) as the source of this social support
they received. Apart from family members, the participants also stated that they received social
support from schools and teachers.
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Problems During the Pandemic

Two sub-themes were reached under the main theme of the problems experienced during the
pandemic. These sub-themes are issues regarding compliance with COVID-19 measures and
educational issues.

Issues Regarding Compliance with COVID-19 Measures

Participants discussed the problems they experienced regarding COVID-19 measures under the
headings of coping with problem behaviors, sleeping patterns, and spending time at home.

All the participants reported that they had problems coping with problem behaviors during the
pandemic. Caregivers reported that these problem behaviors included not wearing masks,
aggressive attitudes, obsessive and damaging behaviors, and nutritional problems. Ms. Ayse said,
“[Telling the name of the child] he didn’t wear it at all. Mask, we didn’t do anything. If he saw it even on me,
he would take it out at first; the child was afraid...” Ms. Tugba and Ahsen explained that they always
associated the aggressive attitudes of individuals with special needs with being at home and not
being able to go out. There are two caregivers who gave opinions on obsessive behaviors. These
caregivers stated that obsessive behaviors appeared or were likely to occur. Ms. Fatma, one of the
two caregivers who gave an opinion on harmful problem behaviors, said:

“My child undressed for days, went to the windows, and tried to jump. We lived on the fourth
floor. How many times have I been through that, sir? I had locks put on, my child broke the
locks, broke two of his teeth, biting nervously. I mean, whatever is around, be it sports balls
and game balls in the house, my child broke and ate them. My child ate the toys.”

Two caregivers stated that they had problems with picky eating behaviors or not eating.

Five of the participants mentioned that they had problems with their sleep routines. Ms. Ayse, one
of these participants, expressed, “...Regarding our sleep patterns, there was nothing, as if there was no
concept of time, in this pandemic...” Two of the caregivers reported that they had problems with their
sleep patterns, which they attributed to staying at home all the time.

Another situation mentioned by six of the caregivers was having problems in spending time at
home. Ms. Aygiin expressed her problems with not being able to organize their domestic routines,
“My child was depressed, and kept saying ‘I can’t go down, we can’t go anywhere. I am bored. When will
these bans end? If we go down now, will they punish us immediately?”” Two caregivers mentioned that
individuals with special needs became more prone to technological devices during the pandemic
they spent at home. Three participants stated that the situation of not being able to leave the house
was challenging for them. Ms. Tugba likened the situation of staying at home for a person with
special needs to being in limbo.

Educational Issues

Participants discussed the problems they experienced in education under the headings of adapting
to distance education and technological limitations making participation difficult.

Five of the participants reported that they had problems adapting to the live lessons, and three of
these participants were unable to attend the live lessons. Regarding adapting to the live lessons, Ms.
Ahsen stated, “I made her sit behind the screen, but I couldn’t get her to sit in front of the screen.” Two of
the caregivers mentioned that live lessons became boring for individuals with special needs over
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time.

Four of the caregivers reported that they had difficulty participating in live classes due to
technological limitations. In this situation, caregivers mentioned that more than one child of the
caregivers had to connect to the lesson from the same device or that they did not have a technological
device to attend the lesson. Ms. Berra explained her experiences due to the presence of only one
device:

“We attended live classes, and as much as we could attend, there is only one phone now. It
was a bit of a challenge since my eldest daughter also participated, but thanks to our teacher,
they adjusted their hours for us from time to time.”

Requirements During the Pandemic Process

Five sub-themes have been reached under the main theme of the requirements during the pandemic
process. These sub-themes are need for care, information requirement, material needs, the need for
psychological support, and the need for social interaction.

Need for Care

Five of the caregivers mentioned that they need support to maintain the care of the individual with
special needs during the pandemic process. They stated that they need this for the freedom of
movement of the person with special needs or when the caregiver has to maintain the care of the
person with special needs despite the illness. Also, for example, Ms. Ahsen mentioned that she
needed the care support and attention of her husband during the pandemic process. Regarding the
need for care, Ms. Bilge said:

"What if, actually... It is also caused by me, but at least in some periods, I wish there was
someone who could take care of [his child's name] like me. With no mind left behind. But since
there is no such person, we are human, so at least sometimes, we may need to relax and clear
our minds sometimes because it's hard."

Similarly, Ms. Giilcan mentioned that she could not leave the house because there was no one to
entrust the person with special needs when she had to go out during this period.

Information Requirement

Two of the caregivers explained that they needed information in the process. Participants stated that
these information needs were related to the process and in areas such as supporting the skills of the
individual with special needs.

Material Needs

Three of the participants stated that they had material needs during the pandemic process. They
reported that these material needs were in areas such as technological equipment for education,
health expenses, property, and financial support.

The Need for Psychological Support

It was found that one of the areas needing attention was the need for psychological support. Eight
caregivers stated that they needed psychological support. Ms. Ayse said, “...it was extra in the
pandemic. I don’t know if I have any mental health left.” Ms. Derya said about her life:

177



Individuals with Special Needs and Biological Disasters: Experiences of COVID-19

“Our mental health was a bit of a problem for me. Because taking live classes, staying indoors,
and taking care of them on my own at home; for example, I was making my two children
attend live lessons one after another. Of course, we were at home; nothing was happening. I
was a little shaken up.”

Participants reported that their mental health deteriorated; they felt bored and helpless.
The Need for Social Interaction

Caregivers discussed their social interaction needs under the headings of communicating with the
families of individuals with special needs and interacting with the environment in social contact.

Five caregivers explained that they felt the need for face-to-face communication and interaction,
especially with their close circles during the pandemic process. Caregivers reported that they needed
this interaction not only for themselves but also for individuals with special needs.

Three of the participants explained that communicating with the families of individuals with special
needs during the pandemic process relieved them and allowed them to share their experiences with
each other. They stated that they needed this in the process. Ms. Giilcan expressed her views on this
situation:

“] mean, I was more relieved when I met them by saying, ‘I do this, you do that if you are
doing this, I will do that.””

Discussion, Conclusion, and Implications

Insights on the Pandemic Process

When the understanding of the participants about the pandemic process was examined, it was found
that they defined the process as a situation that upset the routine flow of their lives. Similarly, in the
study conducted by Embregts et al. (2021), parents mentioned that they were not satisfied with the
situation of staying at home. In the studies conducted by Tokatly et al. (2021), Ceylan et al. (2022),
and Demirtas et al. (2023), it was observed that families reported that their daily life routines were
disrupted, while in the study by Rogers et al. Although the research findings are similar to the
literature in this respect, they differ in that they provide new information about the experiences of
individuals with special needs and their caregivers regarding the COVID-19 process in the context
of a biological disaster. Although the research findings are similar to the literature in this respect,
they differ in that they provide new information about the experiences of individuals with special
needs and their caregivers regarding the COVID-19 process in the context of a biological disaster.

Another understanding of the participants was that the pandemic was defined as a situation that
made difficult conditions even more difficult for them. As seen in studies conducted for similar
purposes with the purpose of the research, it is stated that both individuals with special needs and
their caregivers experience significant physical, mental and social difficulties (Aykutlu et al., 2023;
Demirtas et al., 2023; O'Hagan & Kingdom, 2020; Ozmete & Pak, 2023). In this framework, it can be
said that the pandemic has created even more challenging conditions on top of the already existing
challenging conditions (Epstein et al., 2021).

Caregivers also described the pandemic as a frightening situation. Similarly, in studies conducted
for similar purposes, it was found that caregivers were in fear and anxiety due to the possibility of
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the individual with special needs catching the disease (Bakan, 2021; Embregts et al., 2021). Unlike
similar studies, the findings of the current study differ in that they contain information about how
caregivers do not recognize a biological disaster situation.

Experiences During the Pandemic Process

When the research findings regarding the experiences of caregivers during the pandemic process
were analyzed, caregivers stated that they could not understand what happened when they first
encountered the pandemic. Participants expressed different opinions that the pandemic was a
situation they had never encountered, that they did not know, and that they did not believe in its
existence. These findings can be interpreted as that they did not know that COVID-19 was a disaster
or that the necessary information was not provided. Caregivers attributed their fear of the possible
effects of the pandemic to situations such as getting sick, staying away from education, and the
negative effects of being confined at home. When the studies conducted for similar purposes are
examined, it is shown that parents do not have information about the process (Paulauskaite et al.,
2021), and they are afraid of the long-term effects of the pandemic (Tokatly et al., 2021), which is
similar to the findings of this study. In this context, the research findings provide new and important
data on how the uncertainty, lack of information, and fears faced by caregivers in disaster situations
are shaped, thus contributing to the literature.

Another issue on which the participants expressed their opinions within the scope of their
experiences is the adaptation strategies regarding the pandemic process. When the findings are
examined, it is seen that caregivers made efforts such as creating a routine, explaining the pandemic
to individuals with special needs, and paying more attention to hygiene. When the studies
conducted with a similar purpose are examined, it is noteworthy that parents made efforts to
establish new routines and had difficulties (Tokatly et al., 2021), developed strategies such as
continuous cleaning (Bakan, 2021), mostly stayed at home and paid more attention to cleaning
(Ceylan et al., 2022), and stated that they could overcome this challenging process by spending more
time with their families and gained resilience (Ozmete & Pak, 2023). In the findings of this research,
it can be mentioned that the adaptation strategies of caregivers are shaped around the individual
with special needs rather than their own axis. Research findings show that caregivers use terms such
as “police, death, etc.” when trying to explain the pandemic to the individual with special needs. In
the study conducted by Bakan (2021), it was reported that mothers tried to explain situations such
as staying at home and health warnings to individuals with special needs regarding the pandemic.
However, no information was found on how effective the caregivers' attempts to explain the
pandemic to their children were. The caregivers' paying more attention to hygiene, which can be
mentioned as another adaptation strategy, may be associated with the risky health conditions of the
individual with special needs and their being vulnerable.

Another finding that emerged regarding the experiences of caregivers during the pandemic was
their views on the education process. Participants stated that face-to-face education was a must for
individuals with special needs, and they thought that distance education was not as effective as face-
to-face education. They explained that individuals with special needs had problems paying attention
to live lessons and maintaining this attention. When the studies conducted for similar purposes were
examined, parents reported that schools did not meet their needs (Embregts et al., 2021), that special
education services were not something that they could carry out themselves and required expertise
(Tokatly et al., 2021), and that they preferred face-to-face education instead of distance education
(Bakan, 2021). In the study conducted by Bozkus-Geng and Sani-Bozkurt (2022), it was found that
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parents thought that they needed face-to-face education for individuals with special needs. Another
view of the participants, which can be considered as a positive perspective on the meaning of
education, was their participation as active stakeholders in the distance education process. Unlike
similar studies, this research differs in that it reveals the meaning of education during a biological
disaster. Although the participation of the participants as an active stakeholder in education was
evaluated as a positive aspect of distance education, the difficulties experienced in this process are
noteworthy. In this context, the development of hybrid and flexible education models for the future
may offer sustainable solutions for the education of individuals with special needs in conditions
such as pandemics. In cases where face-to-face education cannot be provided, in order to make
distance education processes more effective, it is necessary to develop special materials for
individuals with special needs, to support families, and for the state to produce policies on this issue.

Another issue in which caregivers expressed their opinions about their experiences was the lessons
they learned from the process of a possible pandemic. In this context, the participants expressed that
they would repeat the COVID-19 measures in a future pandemic, that they could take measures to
spend time at home, that they could prepare according to the new pandemic characteristics, and that
they would not be able to prepare. Considering that individuals with special needs are a more
vulnerable group in pandemics, individualized and supportive measures should be taken instead
of standard measures. Some suggested alternative measures include creating individualized
emergency plans, increasing technological support, and making the education process more
accessible. The findings of this study provide a framework for preparing for future pandemics based
on the experiences of caregivers and emphasize the need to develop measures tailored to the needs
of individuals with special needs. In this context, government agencies and communities need to
make services for individuals with special needs more effective and accessible during the pandemic.

Supports Received During the Pandemic Process

The support received by caregivers regarding the pandemic process was in the areas of information,
financial, and social support. It is seen that the information sources that caregivers applied for
information support in the process were experts, friends, and the internet. In the O'Hagan and
Kingdom (2020) study conducted for a similar purpose, parents stated that they could not get
enough support from the school. In this research, however, it is seen that caregivers could consult
experts thanks to the school and consult the knowledge of the experts in their close environment.
While in the study by Paulauskaite et al. (2021), parents got information from the media and national
health services, the current study remarkably found that they used the internet to get information.
The reliability of Internet resources and their effectiveness in guiding caregivers are uncertain. In
terms of financial support, it can be said that it is important to note that caregivers received support
from their neighbors to meet their needs during quarantine and for employment. In the study carried
by the Bakan (2021), although the finding the social support from close family members are similar,
the presence of neighbors in terms of financial support in this study differs from the literature.

Problems During the Pandemic Process

The problems experienced by the participants during the pandemic are shaped in the contexts of
COVID-19 measures and education. It is seen that the problems experienced by the participants
during the pandemic were shaped in the context of COVID-19 measures and education. It can be
said that the problem that caregivers frequently expressed regarding COVID-19 measures was
problem behaviors. Caregivers reported that the person with special needs did not wear a mask,

180



Gizem Tiirkoglu Boyvat * Mehmet Yanardag ¢ Erkan Kurnaz  Tezcan Cavusoglu

exhibited aggressive and obsessive behaviors, had harmful problem behaviors, and had problems
with sleep patterns. In the study conducted by Ceylan et al. (2022), it was reported that there were
participants who reported an increase in problem behaviors.

Contrary to the parents' opinions in the study conducted by Bakan (2021) that the individuals with
special needs accepted wearing a mask, it was stated that they refused to wear a mask in this study.
This situation may bring up the existence of skills related to similar or future disaster situations
[swimming, collapse-trap-wait, etc.] and the extent to which these skills can be realized. In addition,
in the study conducted by Bozkus-Geng¢ and Sani-Bozkurt (2022), individuals with special needs
attempted to commit suicide, which is similar to the finding on “trying to jump out of the window”
in which the participants expressed their opinions on the framework of harmful problem behaviors.
Tokatly et al. (2021) state that parents felt helpless about problem behaviors. Similarly, the current
study's findings showed that caregivers had difficulties with problem behaviors.

One of the problems experienced by the participants regarding COVID-19 measures was having
problems spending time at home. Caregivers stated they had problems creating and maintaining a
routine during the pandemic process they spent at home. In addition, some participants mentioned
that the individual with special needs became more dependent on technological devices during the
pandemic process they spent at home. In studies conducted for similar purposes, it is seen that
mothers reported an increase in television/tablet/telephone use by individuals with special needs.
(Aykutlu et al., 2023; Bakan, 2021).

When the problems experienced by the participants regarding education are examined, it is seen
that they had difficulty in adapting to distance education and that the technological limitations made
it challenging to participate in education. Participant opinions stating that they could not attend live
classes due to situations such as lack of technological equipment and internet interruption attract
attention. In studies conducted for similar purposes, it was found that continuing education at home
forced parents (O'Hagan & Kingdom, 2020), that parents reported interruptions in education
services (Aykutlu et al.,, 2023; Bakan, 2021; Ozmete & Pak, 2023), and that their children had
problems in paying attention to and maintaining that attention (Bozkus-Geng & Sani- Bozkurt, 2022;
Demirtas et al., 2023). It can be said that the findings of this research differ in that they revealed the
education process of individuals with special needs and their caregivers in the context of disaster.

Requirements During the Pandemic Process

When the findings regarding the needs of caregivers during the pandemic process were examined,
it was found that they had different needs in the process. It is seen that these needs are the need for
care, information, material and psychological support and the need for social interaction.

The need for care expressed in the participants opinions can be expressed as an important need with
the changes experienced during the pandemic process. In their opinion, caregivers state that they
need a second person who can take care of the individual with special needs like themselves. In the
study conducted by Bakan (2021) for a similar purpose, it is seen that parents expressed that they
needed a second person in the process to maintain the care of the individual with special needs. In
terms of information needs, it was revealed that the participants had information needs to support
individuals with special needs during such times. The lack of information about what to do during
the pandemic process also supports this finding (Paulauskaite et al., 2021). Material needs of
caregivers include technological equipment for continuing education, financial support for health
care, and property ownership. Psychological support is one of the needs expressed by the
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participants, which can be stated as importanta. Caregivers reported that they went through a
psychologically difficult process during the pandemic; their mental health deteriorated, and they
needed support. In a study conducted with a similar purpose, the fact that parents felt hopeless and
wanted to increase their medication use also supports this finding (Rogers et al., 2021). It is also seen
that caregivers had social interaction needs. Within the framework of this field, individuals with
special needs and their caregivers stated that they needed at least face-to-face communication with
their immediate environment during the pandemic. Although these findings are in line with the
literature, it was concluded that individuals with special needs and their caregivers should be
supported in similar situations (Bozkus-Geng¢ & Sani-Bozkurt, 2022; O'Hagan & Kingdom, 2020;
Bakan, 2021).

As a result, there are similarities and differences in the opinions of the participants in the research
regarding their experiences during COVID-19. In this framework, their perceptions of the pandemic
process vary according to the adaptation strategies they have developed and their existing support
and resources. While the fact that caregivers maintain the care of different special needs groups may
cause them to develop different perspectives on the process, it can be stated that they have similar
views at many points. It can be said that, unlike studies carried out for similar purposes, trying to
explain the process in the context of disaster will help us better understand caregivers and develop
more qualified strategies to support them. As a result of this research, it is seen that caregivers of
individuals with special needs need services that will cover many aspects of their lives related to
similar and future disaster situations.

Although this study presents findings that are considered important, it has some limitations. In the
design phase of the study, the term “caregiver” was chosen as a general concept in order to reach
the caregivers of individuals with special needs (such as mothers, fathers, and family elders).
However, during the data collection phase of the study, it was observed that the participant group
consisted only of mothers, and only mothers could be reached. Since the ethics committee approvals
and relevant permissions were obtained with this broad definition, it was decided to keep the term
caregiver throughout the article. In this context, the research findings are limited to the experiences
and opinions of only the mothers of individuals with special needs as caregivers. In addition, the
fact that the views of the parents of individuals with different special needs were not examined
based on the type of special needs can be considered another limitation of the study.

For further research, the level of knowledge of individuals with special needs and their caregivers
about disaster situations can be examined. Similar or other studies can be designed to bring up the
necessity of the participation of individuals with special needs in disaster planning on a national
scale. For practice, special education teachers can be provided with training such as disaster
awareness and distance education to support students with special needs in similar processes. In
addition, services such as telemedicine can be developed to provide remote health services and
enable patients to access health professionals digitally through telecommunication technology. This
service can facilitate access to healthcare services for individuals with special needs enable
caregivers to communicate with healthcare professionals faster and more effectively. In
extraordinary situations like pandemics, integrating telemedicine into education, care, and health
services will ensure that individuals with special needs are continuously supported.
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Dogal afetler ve pandemiler, toplumun tiim kesimini etkileyen ancak 0zel gereksinimli
bireyler ve bakim verenleri igin kosullar1 daha da zorlastiran olaylar olarak
tanimlanmaktadir. Afet durumlarinda, gereksinimli ihtiyaglarinin
karsilanmas1 ve giivenliklerinin saglanmasi bireysellestirilmis hizmetlerin planlanmasini
gerektirmektedir. Bu baglamda bakim verenler ve 6zel gereksinimli bireyler icin fiziksel,
duygusal ve sosyal agidan cesitli problemler ortaya ¢ikabilmektedir. Pandemi gibi kiiresel

Ozel bireylerin

olaylar 6zel gereksinimli bireylerin ve bakim verenlerinin yasamlarini derinden etkileyerek
karsilastiklar1 sorunlar1 ve ihtiyaglari daha goriiniir hale getirebilmektedir. Bu arastirmada
0zel gereksinimli bireylere bakim verenlerin Covid-19 siirecindeki deneyimlerine iliskin
goriislerinin belirlenmesi amaglanmistir. Olgubilim deseni olarak tasarlanan arastirma
katilimailari, 6zel gereksinimli bireylerin bakim vereni statiisiinde olan on iki anneden
olusmaktadir. Arastirmada veri toplama teknigi olarak arastirmaci giinliigii, dokiiman
analizi ve yari-yapilandirilmis goriisme kullanilmistir. Veriler igerik analizi ile analiz
edilmistir. Arastirma bulgulari dogrudan alintilarla desteklenerek betimsel bir sekilde
sunulmustur. Arastirma sonucunda katilimcilar goriiglerini pandemi siirecine iliskin
deneyimler, yasanan sorunlar, alinan destekler, kavrayislar ve gereksinimler bagliklari
altinda ele almistir. Katilmcilar pandemi siirecini korkutucu, rutinlerini bozan ve zor
kosullarini daha da zorlastiran bir durum olarak tanimlamis; evde vakit gecirmede ve
problem davraniglarla basa ¢ikmada sorunlar yasadiklarimi bildirmistir. Pandemi
siirecindeki deneyimlerine iliskin goriisleri; ilk karsilasmada yasananlar, ¢cikardiklar: dersler,
siirece iligkin gelistirdikleri uyum stratejileri ve pandemi siirecindeki egitimin anlamin
ortaya koymustur. Ayrica bakim verenlerin bu siirecte yakin aile bireyleri, komsu ve
ogretmenlerden cesitli alanlarda destek aldiklari; bakim, bilgi, maddi, sosyal etkilesim ve
psikolojik destek gibi alanlarda ise gereksinimleri olduguna ulasilmigtir. Sonuglar
cercevesinde gelecek arastirma ve uygulamalara yonelik 6neriler sunulmustur.
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Giris

Diinya genelinde meydana gelen afet tiirlerinin, farkli diizeylerde cevresel hasarlar verdigi ve
azimsanamayacak sayida da insan yasaminin sona ermesine neden oldugu goriilmektedir (Centre
for Research on Epistemology of Disasters [CRED] ve United Nations Office for Disaster Risk
Reduction [UNDRR], 2020). CRED, afeti ulusun yerel kapasitesini asan, “ulusal ya da uluslararas:
yardim gerektiren, biiyiik hasara, yikima ve insanin ac1 ¢ekmesine neden olan 6ngoriilemeyen ve
genellikle ani durum ya da olay” olarak tanimlamaktadir (CRED ve UNDRR, 2020). Uluslararasi
Afet Veri Taban1 (Emergency Events Database: The International Disaster Database [EM-DAT])
tarafindan ise afetler, teknolojik ve dogal olarak siniflandirilmaktadir (EM-DAT, 2009a). Dogal
afetler, diinyada yasanan dogal siireglerin bir sonucu olarak ortaya ¢ikan durum olarak
tanimlanirken (Bjornlund, 2012); teknolojik afetler ise dogal bir neden dayandirilamayan,
teknolojinin  yanlis  kullanimi, teknolojik kazalardan kaynaklanan durumlar olarak
tanimlanabilmektedir.

CRED tarafindan 2020 yilinda yayimlanan verilere gore, sadece 2019 yilinda gerceklesen 396 dogal
afetin 95 milyon insanin yasamini etkiledigi goriilmektedir (CRED, 2020). Ayrica 6zel gereksinimli
bireylerin yasanan benzer afet durumlarinda etkilenme diizeylerinin, tipik gelisim gosteren
bireylerden dort kat fazla oldugu belirtilmektedir (Rehabilitation International, The Nippon
Foundation ve United Nations Economic and Social Commission for Asia and the Pacific, 2014). Bu
cercevede afetlerin olusturdugu risklerin azaltilmasi ve iklim degisikligine uyumu vurgulayan
Sendai Afet Risk Azaltma Cercevesi, 6zel gereksinimli bireylerin afet planlamalarina katilim
gerekliliklerini vurgulamaktadir (Stough ve Kang, 2015). Bu katilim gereklilikleri afet durumlarinda
yasadiklar1 orantisiz riskler (ulasim, giivenlik, barinma vd. alanlarda) ile iligskilendirilebilmektedir
(Hemingway ve Priestley, 2006). Ayrica 6zel gereksinimli bireylerin afet strateji ve planlamalarima
katihm gereklilikleri incinebilirlik teorisi kapsaminda ele alinmaktadir. Bu teori toplumdaki kimi
kisilerin afet gibi durumlara kars1 dezavantajli olduklarindan bahsetmektedir (Zakour ve Gillespie,
2013). Bagka bir ifade ile incinebilir kisilerin, afet ve acil durumlarda ortaya ¢ikan olumsuzluklara
daha fazla maruz kaldiklar1 belirtilmektedir. Ayrica dezavantajli olma durumunun, bagka bir ifade
ile incinebilir olmanin; kiiltiirel, ekonomik ve toplumsal etkenlerin etkilesimiyle ortaya ¢iktigindan
bahsedilmektedir (World Health Organization [WHO], 2002). Incinebilir gruplar icerisinde yer alan
ozel gereksinimli bireylerin (Furedi, 2007), afet bilgilerini edinme ve edindikleri bilgilere gore
hareket etme gibi alanlarda sikint1 yasadiklarina deginilmektedir (Newnham ve digerleri, 2020).
Bunun yani sira afet durumlarinda desteklenmeyen kisisel ya da gevresel faktorlerin incinebilir
olmanin temeli oldugundan da bahsedilmektedir (Quaill ve digerleri, 2019). Bu noktada
glintimiizde etkilerini siirdiiren Covid-19 pandemisinin yasamimiza getirdigi yeni kosullar ile 6zel
gereksinimli bireylerin afet miidahale planlamalarina katilim gereklilikleri tekrar giindeme
gelmistir (Epstein ve digerleri, 2021).

Diinya Saglik orgiitii tarafindan 11 Mart 2020 tarihinde pandemi ilan edilen Covid-19 pandemisi
(WHO, 2020), bir biyolojik afet olarak tanimlanmaktadir (Afet ve Acil Durum Yo6netimi Baskanligy,
2019; EM-DAT, 2009b; Tercan, 2020). Covid-19 pandemisinin ge¢miste yasanan pandemilerden
farkli olarak kiiresel anlamda etki kazanmasiin ¢ok hizli gerceklestigi ifade edilebilir (Ince, 2020).
Covid-19 pandemisi siirecinde bu hizli yayilimi ve bulas riskini azaltmaya yonelik {ilkeler
tarafindan smir kapilarinin kapatilmasi, zorunlu karantina, yiiz yiize egitimin durdurulmas: gibi
Oonlemler alinmistir (Aslan, 2020). Pandemi siirecinin sayisiz insanin yasamin yitirmesine sebep
olmasinin yaninda egitim, turizm ve sosyal yasam gibi bir¢ok alanda olumsuz etkilere sahip oldugu
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belirtilmektedir (Cetin ve Balci, 2020; Soylu, 2020). Calismalar bu olumsuzluklarin 6zel gereksinimli
bireyler tizerinde daha derin bir etkisi oldugu ve bu bireylerin tipik gelisim gosteren bireylere oranla
pandemi siirecinde risklerle karsilasma olasiliklarinin daha yiiksek olduguna dikkat ¢cekmektedir
(Office of the United Nations High Commissioner for Human Rihgts [OHCHR], 2020; Parekh ve
Dalwai, 2020).

Aragtirmalar pandeminin 6zel gereksinimli bireylerin yasamlarinda ciddi etkileri oldugunu ve
desteklenmeleri gerektigini (Saeed ve digerleri, 2020), siirecte yapilan bilgilendirmelerin 6zel
gereksinimli bireyler igin erisilebilir bicimde olmadiginmi (Qi ve Hu, 2020), aldiklar1 hizmetlere
erisimlerinin engellendigini (Jalali ve digerleri, 2020; Jeste ve digerleri, 2020) ve pandeminin daha
cok olumsuz etkilerine maruz kaldiklarin1 gostermektedir (Berasategi ve digerleri, 2021). Ayrica,
Embregts ve digerleri (2021), zihinsel engelli bireylerin sosyal izolasyon nedeniyle stres ve kayg1
diizeylerinin arttgini raporlamistir. Schuengel ve digerleri (2020), zihinsel engelli bireylerin
davranigsal sorunlarinin pandemi siirecinde arttigini belirtmektedir. Ozel gereksinimli bireylerin
bakim verenleri olan ebeveynleri agisindan ise Covid-19 siirecinde evde egitimi siirdiirmenin zor
oldugu (Daulay, 2021), ebeveynlerin de olumsuz etkilere maruz kaldiklarindan bahsedilmektedir
(Castro-Kemp ve Mahmud, 2021; Guller ve digerleri, 2022). Ayrica ebeveynlerin yasadiklar: stresin
artmasi nedeniyle (Montirosso ve digerleri, 2021) psikososyal destek almaya ihtiyaglar1 oldugu
goriilmektedir (Kim ve digerleri, 2021).

Covid-19 pandemisi sirasinda, 6zel gereksinimli bireylere bakim verenlerin deneyimlerini inceleyen
bircok ulusal ve uluslararasi ¢alisma bulunmaktadir (Aykutlu ve digerleri, 2023; Bakan, 2021;
Bozkus-Geng ve Sani-Bozkurt, 2022; Ceylan ve digerleri, 2022; Demirtas ve digerleri, 2023; Embregts
ve digerleri, 2021; Gorgiin ve Balikgi, 2021; Gorgiin ve digerleri, 2022; O'Hagan ve Kingdom, 2020;
Ozmete ve Pak, 2023; Rogers ve digerleri, 2021; Tokatly ve digerleri, 2021). Calismalar, 6zel
gereksinimli bireylerin ve bakim verenlerinin karsilastigi zorluklari ve bu siirecin psikolojik ve
sosyal etkilerini gézler dniine sermektedir. Ornegin, Jeste ve digerleri (2020), Covid-19'un 6zel
gereksinimli bireylerin saglik ve egitim hizmetlerine erisimini dnemli dl¢iide azalttigini, Doody ve
Keenan (2021) ise hizmet eksiklikleriyle birlikte ruh saglig1 sorunlarimin arttigimi vurgulamaktadar.
Willner ve digerleri (2020), pandemi doneminde bakim verenlerin ytiiksek anksiyete ve depresyon
yasadigini, sosyal destek eksikligi ve artan maddi sikintilarin bu durumu tetikledigini gostermistir.
O'Hagan ve Kingdom (2020), Covid-19 pandemisi siirecinde 6zel gereksinimli ¢ocuklara sahip
ailelerin deneyimlerini incelemis ve bu ailelerin egitim ve saghk alanlarinda ek destek
gereksinimleri oldugunu ortaya koymustur. Paulauskaite ve digerleri (2021) ise, orta ila agwr
diizeyde gelisimsel gecikme gosteren okul Oncesi ¢ocuklara sahip ailelerin pandemideki
deneyimlerini ele almis ve bu ailelerin temel saglik ve sosyal bakim ihtiyaglarini karsilamak icin acil
yardima ihtiya¢ duyduklar1 sonucuna varmaigtir.

Ulusal alanyazinda yiiriitiilen konularda da benzer bulgulara ulasildig: dikkat cekmektedir. Ceylan
ve digerleri (2022) zihin yetersizligi olan g¢ocuklarin aileleri ile yiiriittiikleri ¢alismada zihin
yetersizligi olan 6grencilerin evde kaldiklar: siire boyunca egitim ve saglik hizmetlerine erisimde
kisitlamalar yasadigii ve bazi 6grencilerde problem davranislarinda artis oldugunu bildirmistir.
Benzer sekilde Gorgiin ve Balik¢i (2021) ile Gorgiin ve digerleri (2022) de 6grenme giigliigli olan
Ogrencilerin aile ve 0gretmenleri ile gerceklestirdikleri ¢alismalarinda, pandemi siirecinde egitim
materyalleri ve ruh saglig1 hizmetlerine erisimde zorluklar yasandigimi belirtmistir. Ozmete ve Pak
(2023) tarafindan yapilan bir ¢alisma 6zel gereksinimli bireylerin annelerinin pandemi sirasinda
yogun kaygs, stres ve tiikenmislik yasadiklarimi ortaya koymustur. Hizmetlere erisim zorluklari,
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ekonomik sorunlar ve sosyal izolasyon, annelerin bu siirecte karsilastiklar1 en biiyiik zorluklar
arasinda yer almaktadir. Demirtas ve digerleri (2023), otizm spektrum bozuklugu olan ¢ocuklarin
pandemi doneminde uzaktan egitimde dikkat dagimkligi ve motivasyon sorunlar1 yasadigini,
annelerin ise sosyal destek eksikligi ve stresle bas etmek zorunda kaldigimmi vurgulamaktadir.
Aykutlu ve digerleri (2023) ise, c¢ocuklarmn rutinlerinin bozulmasi, egitim ve rehabilitasyon
hizmetlerine erisimde zorluklar yasanmasinin, ailelerde stres ve tiikenmislige yol agtigimni
belirtmektedir. Ozel gereksinimli birey ve bakim verenleri tarafindan deneyimlenen bu durumlarda
goriildiigii tizere, 6zel gereksinimli bireylerin ulusal pandemi miidahale planlamalarma dahil
edilmeleri gerektigi dikkat cekmektedir (Epstein ve digerleri, 2021; Rotarou ve digerleri, 2021).

Bu aragtirma, COVID-19 pandemisinin biyolojik bir afet olarak tanimlanmas1 ve gelecekte benzer
biyolojik afetlerin yasanma olasiliginin artmasi (Mas-Coma ve digerleri, 2020) gz Oniinde
bulunduruldugunda, afet odakli bir bakis acisiyla 6zel gereksinimli bireylere bakim verenlerin
deneyimlerini incelemeyi hedeflemektedir. Bu deneyimlerin, afet temelli miidahalelerin
gelistirilmesine katki saglayacagi ve gelecek biyolojik afetlere yonelik daha kapsayic1 ve etkili
stratejilerin olusturulmasina yardimci olacagi diistiniilmektedir (Tercan, 2020). Bu baglamda,
arastirma sonuglariin, o6zel gereksinimli birey ve bakim verenlerinin afet donemlerinde
karsilagtiklar1 zorluklar1 daha iyi anlamaya ve bu bireylere yonelik destek hizmetlerinin
iyilestirilmesine yardimci olmasi beklenmektedir.

Bu arastirmanin amaci 6zel gereksinimli bireylerin bakimini siirdiiren kisilerin biyolojik afet
baglamida Covid-19 pandemisi siirecindeki deneyimlerini ve bu deneyimlerine iligskin gortiglerini
belirlemektir. Arastirma amaci baglaminda a) Ozel gereksinimli bireylere bakim verenlerin Covid-
19 pandemi siirecindeki deneyimleri nelerdir? ve b) Ozel gereksinimli bireylere bakim verenlerin
Covid-19 pandemi siirecindeki deneyimlerine iliskin goriisleri nelerdir? sorularina yanit aranmaistir.

Yontem

Arastirma Modeli

Bu aragtirmada katihmcilarin pandemi siirecindeki deneyimlerini ve deneyimlerine iligkin
goriislerinin belirlenebilmesi igin nitel arastirma desenlerinden olgubilim, diger bir ifade ile
fenomenoloji deseni kullanilmistir. Katilimcilarin bir olguya iliskin algilarini kendi bakis acilariyla
0grenmek, anlamlandirmak ve agiklamak amaci tasiyan nitel arastirma deseni, olgubilim olarak
tanimlanmaktadir (Bogdan ve Biklen, 2007; Biiytlikoztiirk ve digerleri, 2018; Creswell, 2013). Bu
anlamda olgubilim deseni, katilimcilarin yasantilarini tiim yonleriyle anlamak ve arastirmak igin
uygun bir yontem olarak belirtilmektedir (Yildirim ve Simsek, 2008).

Bu arastirmada olgubilim deseni, nitelikli ve dogrudan alintilarla katilimar goriislerini anlamalk,
betimlemek ve yorum yapabilmek amaciyla tercih edilmistir (Patton, 2018). Ozel gereksinimli
bireylere bakim verenlerin deneyim ve gortiislerini derinlemesine incelemek, onlar i¢in bu
deneyimlerin ne anlam ifade ettigini kesfederek benzer siiregler igin yasamlarmni destekleyici
stratejiler i¢in Oneriler vermek amacglanmistir. Arastirma, 07.06.2021 tarihli ve 70890 sayili karar ile
Anadolu Universitesi Sosyal ve Beseri Bilimler Bilimsel Arastirma ve Yaym Etigi Kurulu tarafindan
onaylanmustir.

Katilimcilar

Olgubilim arastirmalarinda, amaglanan olguyu yasayan ve bu olguya iliskin yasantilarini ifade etme
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yetenegine sahip katilimcilarla ¢alisiimaktadir (Yildirim ve Simsek, 2008). Bu cercevede etik kurul
izni alindiktan sonra arastirmanin ¢alisma grubu, amagcli 6rneklem yontemlerinden 6l¢iit 6rnekleme
gore belirlenmistir. Katilimcilar Kiitahya, Tokat ve Sivas illerinde ikamet eden on iki bakim
verenden olusmaktadir. Katilimcilarin belirlenmesinde aranan olgtitler:

o -2018 Ozel Egitim Hizmetleri Yonetmeligi'nde yer alan 6zel gereksinim gruplarindan birinin
bakim vereni statiisiinde olmas1 (Milli Egitim Bakanlig1 [MEB], 2018),
e -Aragtirmaya katilacak bakim verenlerin goniillii olmasi olarak belirlenmistir.

Tgili yonetmelikte yer alan 6zel yetenekli bireylere bakim verenler ise rnekleme dahil edilmemistir.
Dahil edilmeme sebebi, afet durumlarinda incinebilir grup olarak bahsedilen kavramin 6zel
yetenekli bireyleri kapsamamasidir (MEB, 2018; Stanton ve Duran-Stanton, 2019; Zakour ve
Gillespie, 2013; WHO, 2002). Ayrica arastirma etigi ve katilimcilarin gizliligi i¢in bakim verenlere
kod isimler verilmistir (Glesne, 2015). Katilimcilara iliskin bilgiler Tablo 1’de yer almaktadir.

Tablo 1.
Arastirmaya Katilan Bakim Verenlere Iliskin Bilgiler
Katilimer kodu Ikamet edilen Yakinlig: Yasi C)grenim durumu Medeni
sehir durum
Aygiin Kiitahya Anne 36 [lkokul mezunu Evli
Ayse Kiitahya Anne 35 Tlkokul mezunu Bekar
Eda Tokat Anne 41 Ortaokul mezunu Evli
Giilcan Tokat Anne 31 Onlisans mezunu Evli
Isil Tokat Anne 28 Ikokul mezunu Evli
Bilge Tokat Anne 41 Lise mezunu Evli
Berra Tokat Anne 35 Lise mezunu Evli
Seda Sivas Anne 34 Ortaokul terk Evli
Fatma Sivas Anne 35 Tlkokul terk Evli
Tugba Sivas Anne 34 Lise mezunu Evli
Ahsen Sivas Anne 28 Ortaokul mezunu Evli
Derya Sivas Anne 27 Onlisans mezunu Evli

Veri Toplama Teknikleri

Bu arastirmada katiimcilarin yasantilarin1 derinlemesine inceleyebilmek ve inandiriciig:
saglayabilmek igin kullanilan veri toplama teknikleri aragtirmaci giinliigii, yar1 yapilandirilmig
gortismeler ve dokiiman incelemesidir. Nitel arastirmalarda dogrudan veri toplama araci olarak
goriismeler siklikla tercih edilmekte olup, bu yonteme ek olarak dokiiman incelemeleri ve gozlem
teknikleri de kullanilabilmektedir (Biiyiikoztiirk ve digerleri, 2018). “Belge inceleme” siireci olarak
da tanumlanabilen (Kiral, 2020) dokiiman inceleme siirecinde arastirmacilar, pandemi siirecine
iliskin katimcilardan elde ettikleri fotograf, video ya da etkinlik gorselleri gibi materyalleri
edinmistir. Katilimcilarin izinleri alinarak bu dokiimanlar goriisme verilerinin analizini
desteklemek igin kullanilmigtir. Arastirmaci giinliigii, arastirma siirecini yansitan ve siireci takip
etmeyi kolaylastiran bir belge olarak ifade edilmektedir (Bogdan ve Biklen, 2007; Borg, 2001).
Arastirma stirecinde tutulan arastirmaci giinliigii, arastirma konusunun belirlenmesinden itibaren,
gerceklestirilen toplantilar ve katilimcilarin belirlenmesi gibi siiregteki onemli asamalara iliskin
detayl1 bilgileri icermektedir. Bu cercevede dokiiman incelemesi ve arastirmaci giinliigii, yari-
yapilandirilmis goriismeleri destekleyecek bir bigimde kullanilmigtir.

Olgubilim deseni gergevesinde betimsel bir sekilde katilimci yasantilarini anlamaya ¢alismak igin
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goriismeler kullanilabilmektedir (Yildirim ve Simsek, 2008). Onceden planlanabilir ve esnek bir
teknik olarak tanimlanabilen yari-yapilandirilmis goriismeler (Tirnikli, 2000), katiimcilarin
kendilerini ozgiirce ifade etme firsati verdigi icin etkili bir veri toplama teknigi olarak ifade
edilmektedir. Arastirma kapsaminda ozel gereksinimli bireylere bakim verenlerin Covid-19
pandemi siirecindeki yasantilarini anlamak ve yansitabilmek igin yari-yapilandirilmis goriismeler
kullanilmistir. Aragtirmaci grubu tarafindan olusturulan goriisme sorularinin taslak hali, 6zel egitim
ve nitel arastirma alanlarinda {i¢ uzmana iletilmistir. Uzman goriisleri sonucunda sorulardan
yonlendirici oldugu ve derinlemesine yanit saglamayacagi diisiiniilen sorular yeniden
diizenlenmistir. Diizenleme sonrasinda pilot bir goriisme gergeklestirilmistir. Pilot goriisme
arastirmanin hedef grubu ile benzerlik gosteren ve Tokat ilinde ikametgah eden bir bakim veren ile
gerceklestirilmistir. Pilot goriisme telefon goriismesi olarak yaklasik 30 dakika siirmiistiir. Pilot
goriisme, gorlisme sorularina sondaj sorularin eklenmesi, birinci yazarin goriismeci becerilerini
iyilestirmek ve sorularin anlasilirhigini artirmak igin yardimer olmustur. Pilot goriisme sonrasinda,
arastirmacilar  tarafindan sorulara son hali verilip yari-yapilandirilmis goriismeler
gerceklestirilmistir. Yari-yapilandirilmis gortisme sorularma iliskin birkag 6rnek Tablo 2'de
paylasilmistir. Yari-yapilandirilmis goriismeler kapsaminda on iki bakim veren ile telefon, Zoom,
WhatsApp goriintiilli ve WhatsApp sesli telefon goriismeleri yoluyla goriismeler
gerceklestirilmistir.

Tablo 2.

Yari-Yapilandirilmis Goriisme Sorulart

Gortisme Sorulari

3.1. Pandemiyi ilk duydugunuzda neler yasadiniz?
3.3. Alinan 6nlemlere uyum saglama konusunda neler sdyleyebilirsiniz?
4. Bahsettiginiz deneyimlerinizi diisiindiigiiniizde Covid-19/pandemi size ne ifade ediyor?

Veri Analizi

Veri analizi asamasinda yari-yapilandirilmis goriisme kayitlarinin herhangi bir degisim olmadan
yaziya gecirilmesine 6zen gosterilmistir. Arastirmada elde edilen verilerin analizi olgubilim
desenine de uygun olarak igerik analizi ile gerceklestirilmistir. Icerik analizi elde edilen verilerin
kavramsallastirilmas1 ve temalara ulasilmasini saglayabilecek bir analiz bi¢imi olarak ifade
edilmektedir (Yildirim ve Simsek, 2008). Bu gercevede katilimcilarin ifadelerini dogru temsil edecek
kodlamalardan yola g¢ikarak temalarin olusturulmasmna O6zen gosterilmistir. Verilerin
kodlanmasinda dokiiman incelemesi ve arastirmaci giinliigiinden de yararlanilmistir. flk olarak
birinci yazar veri seti olan goriisme dokiimanlarini okumustur. Bu siiregte birinci yazar arastirma
sorularina iliskin 6n yargilarmi, nesnelligi artirmak ve veri analizini etkilememek adina not almis
ayrica diger yazarlarla tartismistir (Larkin ve digerleri, 2006). Daha sonra birinci yazar veri setine
tekrar okumalarla hakim oldugunu diistindiigiinde anlamli veri birimleri {izerinde kodlamalara
baslamistir. Birinci yazar tarafindan yapilan kodlamalar bittiginde, yazar ekibi kodlamalar: tekrar
gozden gecirmek ve giivenirligi saglamak icin bir araya gelmistir. Yazarlar tarafindan kodlamalar
tizerinde tartigilmis ve varsa diizeltmeler yapilmigtir. Kodlamalarin yapilmasi, tema ve alt
temalarda yazarlar tarafindan fikir birligi saglanmasi siirecinde Nvivo 12 programindan
yararlanilmistir. Yapilan kodlamalardan, taslak temalar ve alt temalar olusturulup yazarlar
tarafindan goriis birligine varilmistir. Son asamada ortaya bes ana tema ve on yedi alt tema ¢ikmustir.
Bu tema ve alt temalar Sekil 1’de yer almaktadir.
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Sekil 1.

Veri Analizi Sonucunda Ortaya Cikan Tema ve Alt Temalar

Alt temalar
Alt temalar
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>
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Gereksinimler 3
Cikarilan dersler Maddi gereksinim
: Psikolojik destek
N gereksinimi

Psikolojik destek
gereksinimi

Bulgular

Arastirma desenine ve analizine uygun olarak katihmci goriisleri betimsel bir sekilde yer yer
dogrudan alintilara yer vererek sunulmustur. Arastirma kapsaminda ulasilan ana temalar pandemi
siirecine iligkin kavrayislar, pandemi siirecindeki deneyimler, pandemi siirecinde alinan destekler,
pandemi siirecinde yasanan sorunlar ve pandemi siirecindeki gereksinimler olarak siralanmaktadir.

Pandemi Siirecine iligkin Kavrayislar

Pandemi siirecine iliskin kavrayislar ana temasinda ii¢ alt temaya ulasilmistir. Bu alt temalar hayatin
rutin akigmni alt tist eden bir durum olarak pandemi, zor kosullar1 daha da zorlastiran bir durum
olarak pandemi ve korkutucu bir durum olarak pandemidir.

Hayatin Rutin Akisim Alt Ust Eden Bir Durum Olarak Pandemi

Bakim verenlerin sekizi pandeminin, yasamlarimin rutin akigin alt iist eden bir durum olduguna
yonelik goriis bildirmistir. Seda Hanim, pandemide evlerinin hapishane gibi oldugunu aktarmustir.
Fatma ve Derya Hanim rutinlerinin bozuldugunu ve yasam sartlarinin degistiginden s6z etmistir.
Ayse Hanim “hicbir seyin bu Covid-19’dan once kiymetini bilememisiz” sozleri ile dnceki zamanlarin
kiymetli oldugunu dile getirmistir. Giilcan Hanum siireci “heba olmus bir iki y1l” olarak tanimlamis
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ve pandeminin bir an 6nce bitmesini diledigi yoniinde goriis bildirmistir. Ayrica Isil Hanim sosyal
yasamlarina iliskin kendilerini insanlardan soyutladiklarini sdylerken, Berra Hanim siirecin
kendileri igin zor bir yasam anlamina geldigini ifade etmistir.

Zor Kosullart Daha Da Zorlastiran Bir Durum Olarak Pandemi

Bakim verenlerin Covid-19 pandemi siirecine iliskin kavrayislarindan birisi de pandeminin zor
kosullar1 daha da zorlastiran bir durum oldugu yoniindedir. Katilimcilardan Ayse Hanim, zaten
ozel gereksinimli birey ebeveyni olarak hali hazirda zor durumda olduklarimni, pandeminin
alisilandan fazla olarak yasamlarini daha da zorlastirdigini dile getirmistir. Aygiin Hanim’da zor
bir siire¢ olarak tanimladigr pandemi siirecinde, 6zel gereksinimli birey ebeveyni olarak dikkat
etmeleri gereken bir¢ok etkenin varligia dikkat ¢cekmistir. Bu durumu su sozlerle aktarmistir:

“Zaten normalde normal insanlarin bile dikkat etmesi gereken ¢ok hassas noktalar varken bir
de bagisiklig1 cok zayif isitme engelli bir cocugum oldugu i¢in daha fazla, gerekenden daha
fazla dikkat etmeye ¢alistyordum. Onun zorlugunu ¢ektim.”

Korkutucu Bir Durum Olarak Pandemi

Bakim verenlerin siirece iliskin kavrayislarindan bir digeri de pandeminin korkutucu bir durum
olmasi1 olmustur. Bakim verenlerden ikisi saglik endisesi sebepli korku yasadiklarini dile getirmistir.
Tugba Hanim yasantilarim1 “Nefes alabilmek, disar: ¢ikabilmek, saglik gercekten ok Onemliymis...”
seklinde aktarmistir. Eda Hanim pandeminin 6liime gotiirebilecegi icin korkutucu oldugunu dile
getirmistir. Bilge Hanim’da benzer bir sekilde yakin ¢evresindeki insanlar1 kaybetme korkusu ile
ilgili “Hayat korkusu, sevdiklerimiz hakkinda korkularumiz ¢ok fazla 6n planda oluyor. Yani kaybetme korkusu
iki katina ¢ikiyor.” goriislerini dile getirmistir. Berra Hanim ise siireci bitmeyen bir kabus olarak
nitelendirmistir.

Pandemi Siirecindeki Deneyimler

Pandemi siirecindeki deneyimler ana temasinda dort alt temaya ulasilmistir. Bu alt temalar ilk
kargilasmada yasananlar, uyum stratejileri, egitimin anlami ve ¢ikarilan derslerdir.

I1k Karsilasmada Yasananlar

Bakim verenler ilk karsilasmada yasadiklarmi ne oldugunu idrak edememe, olasi etkilerinden
korkma, maneviyata giivenme ve hijyene dikkat etme basliklar1 altinda ele almislardir.

Ne oldugunu idrak edememe ile ilgili Seda ve Tugba Hanim ilk karsilasmada ne olduklarini
bilemedikleri bir durum ile kars1 karsiya olduklarini ve zamanla televizyondan edindikleri bilgiler
kadar bilgi sahibi olduklarini aktarmistir. Tugba Hanim yasantilarim1 “Bilmedigimiz bir sey, hig
yasanmanusg bir sey, tabi ki oyleydik yani ne soylerse ne denirse yani televizyonlarda ona uymaya calistik.”
sozleri ile anlatmistir. Ayrica Covid-19'un gergekligine iliskin Ayse ve Eda Hamim siipheleri
oldugunu ifade etmistir. Bilge Hanim bilmedigi bu durumu anlayabilmek i¢in internetten arastirma
yaptigindan s6z etmistir.

Pandeminin olas1 etkilerinden korkmaya iliskin katiimcilardan besi 6zel gereksinimli bireyin
Covid-19 hastaligina yakalanmasi ile ilgili endiselerini dile getirmistir. Fatma Hanim “hastane gibi
dyle sey olursa hastane bizi ¢ok zorlardi” sozleri ile ¢ok korktuklarini dile getirmistir. Aygiin Hanim’da
0zel gereksinimli bireyin hastaliga yakalanma endisesi sebebiyle yasadiklarini “Normalde de cok boyle
biinyesi zayif bagisikli§r cok diisiik bir cocuk. Okula gondermedim. Yeri geldi egitime de gondermedim.”
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sozleri ile dile getirmistir. Benzer sekilde Giilcan Hanim’da ¢ok korktugunu “Ozellikle kendimiz icin
degil [cocugunun adim soyliiyor]’a bir sey olacak diye. Ciinkii zaten kilo fazlast var. Akcigerlerde yaglanma
vardi, karaciger yaglanmasi. Yani [cocugunun adini soyliiyor]’a kotii sonuglar olur diye biitiin diinya ile
soyutlandik.” sdzleriyle yasantilarini aktarmistir. Ahsen Hanim ise bakim veren olarak kendilerine
bir sey olursa 6zel gereksinimli bireyin geride kalmasina iligskin korkularin dile getirmistir.

Bakim verenlerden ikisi ise pandemi ile ilk karsilasmada maneviyata giivendiklerinden sz etmistir.
Katilimcilar pandeminin Allah’tan geldigine inandigindan ve Allah bunun kolayin1 verir seklinde
diistindiiklerini dile getirmistir.

Katilimailarin ilk karsilasmaya iliskin soz ettikleri bir diger konuda, pandemi ile ilk karsilasmada
hijyene dikkat etmeleri olmustur. Iki bakim veren pandeminin ilk ortaya cikist ile birlikte hijyene
dikkat ettiklerini ifade etmistir. Is1ll Hamim yasantilarini “Kalabalik ortamlara girmemistik ilk
gordiigiimiizde. Acaba burada da var mi? Kimseyle bir temasta bulunmuyorduk. Ayni su an devam ettigimiz
gibi hijyenimize ¢ok dikkat etmistik.” sozleriyle aktarmigtir.

Uyum Stratejileri

Katilimcilar siirece uyum saglamak icin 6zel gereksinimli birey igin rutin olusturmaya calisma, 6zel
gereksinimli bireye pandemiyi anlatmaya ¢alisma ve hijyene daha fazla dikkat etme gibi stratejiler
gelistirdiklerinden bahsetmistir.

Ozel gereksinimli bireye rutin olusturmaya calismaya iliskin kapsaminda ii¢ bakim veren
goriislerini dile getirmistir. Ahsen Hanim giin igerisinde stiirekli ¢ocugu ile birlikte oldugunu ve onu
yalniz birakmamaya calistigindan soz etmistir. Derya Hanim ise siirekli hareket halinde olduklar:
bir rutin olusturmaya calistiklarini, bu ¢abay1 evde kaldiklar: siiregte 6zel gereksinimli bireyin
krizler gecirmesine baglamistir. Derya Hanim bu yasantilarimi “diizeni bozulunca daha kétii oluyor. Bir
diizen hani koymamiz gerekiyor ki ilerlesin ¢cocuk” sozleri ile dile getirmigtir. Giilcan Hanim ise 6zel
gereksinimli bireyin bagisikligini desteklemek icin takviyeler kullandiklarindan bahsetmistir.

Dort katilimei ise pandemi siirecine uyum saglayabilmek igin 6zel gereksinimli bireye pandemiyi
anlatmaya calistiklarindan s6z etmistir. Bakim verenlerden Aygiin ve Isil Hanim 6zel gereksinimli
bireyin pandeminin farkinda oldugunu ifade etmistir. Siirecte 6zel gereksinimli bireyin disar1
¢ikmayi isteme gibi durumlarinda pandemiyi anlatma girisimine girdiklerini ifade etmislerdir. Seda
Hanim ise pandemiyi “cok hastalanmirsimiz ama énceki hastaliklarimiz gibi degil. Bu sizi oldiiriir, hani
oliirsiiniiz, sizi... Sizi kaybetmekten zorunda kalirim diye anlattim.” seklinde anlattigini aktarmistir.

Iki bakim veren ise siirecte evden hi¢ cikmama ya da temizlige asir1 dikkat etme durumlarindan soz
etmistir. Bu durum ile ilgili Seda Hanim yasantilarindan “Cocuklarimi hi¢ ¢ikartmadim diyorum baya
6-7 ay hi¢ c¢ikartmadim hep kendi ihtiyaglarimiz kendimiz gordiik. Disaridan gelince kiyafetleri ¢ikarip
makineye attik.” seklinde s6z etmistir.

Egitimin Anlam

Bakim verenler egitim siirecine iligkin ifade ettikleri gortislerini uzaktan egitimin yiiz yiize kadar
etkili olmadigini diistinme ve egitimlere ebeveynin katilmasi ile siirecin aktif paydasi haline gelmesi
basliklar1 altinda ele almistir.

Alt1 bakim veren uzaktan egitim siirecinin yiize ylize kadar etkili olmadigin diisiindiiklerinden s6z
etmistir. Ayrica bakim verenler uzaktan egitim siirecinin yorucu oldugunu ve okuldaki gibi
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olmadigin dile getirmislerdir. Seda Hanim egitim stirecine iliskin goriislerini “Anlayamiyorlar, nasil
diyeyim. Istedikleri gibi yapamuyorlar, istedikleri gibi saatinde giremiyorlar. Biri girse biri beklemek zorunda
kalwyorlar. Ama okul oldugu zaman bu sekilde olmuyor. En azindan saatleri belli, gittikleri belli...” seklinde
ifade etmistir. Ayse ve Aygiin Hanim’da 6gretmenin yerini tutmadiklarindan s6z etmistir. Giilcan
Hanim ise pandemi siirecinde en ¢ok okula ihtiya¢ duyduklarini, yiiz yiize egitimin tekrar geri
gelmesi ile uyum saglamada sorun yasadiklarini dile getirmistir. Giilcan Hanim yasantilarin
“Bagtmiza bir sey gelirse biz idare olarak bunu hesap veremeyiz falan deseler de ben tiim sorumlulugu kabul
ediyorum. Oglum okulda olsun, ben baska hicbir sey istemiyorum diyordum” seklinde aktarmistir.

Ug bakim veren ise siirece iliskin olumlu bir boyut olarak degerlendirdikleri egitimlere kendilerinin
katilimu ile siirecin aktif paydas: haline geldiklerinden bahsetmistir. Katilimcilar 6zel gereksinimli
birey ile pandemi siirecinde yan yana egitim siirdiirmekten memnun olduklarini, gelisimlerini
kendilerinin de gordiigilinii ve bilgilendiklerinden bahsetmistir.

Cikarilan Dersler

Katilimailar siiregten ¢ikarimlarini, gelecek olasi bir pandemiye iliskin gortislerini Covid-19
onlemlerini tekrarlama, evde vakit gecirmeye yonelik 6nlemler alma, yeni pandemi 6zelliklerine
gore hazirlik yapma ve herhangi bir 6nlem almama baglklar: altinda ele almigtir.

Katilimcilardan bes tanesi gelecek olasi bir pandemiye iliskin Covid-19 Onlemlerini tekrar
edeceklerini ifade etmistir. Giilcan Hanim diisiincelerini,

“... yeni gelecek hastaligin bize ne getirecegini bilmiyoruz. Baslarda oldugu gibi... Belki simdi
daha aliskin olacagimiz icin bu kadar tedirgin olmam. Temizlik kurallarini takip ederim yine
hani oglumda da kizimda da hijyene dikkat ederim, sosyal mesafeye dikkat ederim. Sosyal
mesafeli bir hastaliktan bulasan bir seyse.”

seklinde ifade etmistir. Katilimcilar hijyen, maske ve sosyal mesafe kurallarimi1 uyacaklarmi dile
getirmisgtir.

Katilimcilardan {igii ise olast bir pandemi siirecinde evde zaman gecirmeye yonelik onlemler
alacaklarindan s6z etmistir. Seda Hanim bu durumla ilgili diisiincesini,

“Eve degisik oyun seyleri alirim. Eglence seyleri alirnm. Hep beraber ailecek oynayalim diye.
Farkli... Bilmiyorum farkli seyler alirrm. Ailecek yapilabilecek eglenceler, oyunlar. Beraber
yapalim hani biraz da. Seyimiz degissin, gidelim, eglenelim diye. Farkli seyler alirim yani.
Cokga degisik kitap hikaye alirim, okuyalim.”

seklinde aktarmistir. Ayrica katilimcilar benzer bir siirecte evde vakit gecirmeye yonelik eve
ogretmen c¢agirabileceklerinden, etkinlik malzemeleri i¢in materyaller temin edeceklerinden
bahsetmistir.

Bakim verenlerden ikisi ise olast bir pandemide ancak yeni pandemi 6zelliklerine gore hazirlik
yapabileceklerinden bahsetmistir. Derya Hanim Covid-19 pandemisi ile birlikte benzer bir durum
icin “her seyin bir an da degisebilecegini bir an da her sey olabilecegini biliyoruz” seklinde diisiincelerini
aktarmistir.

Bakim  verenlerden besi ise gelecek olast bir pandemiye iliskin  hazirhk
yapmayacaklarini/yapamayacaklarini dile getirmistir. Fatma Hamim diistincelerini “genelde evde
hayatimizy siirdiirdiigiimiiz igin ¢okta yani evciliz diyelim ¢ok yani dolagiyoruz ama ¢cok her yere dolasan gezen
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sey degiliz biz rahatsiz etmedi aslinda pandemi. Dedigim gibi yani evdeydik sadece” sozleri ile aktarmustir.
Bu sebeple hazirlik yapmayacaklarindan sz etmistir. Berra Hanim ise sartlarmin olmadigin ve bu
sebeple hazirlik yapamayacagindan soz etmistir.

Pandemi Siirecinde Alinan Destekler

Pandemi siirecinde alinan destekler temasinda ti¢ alt temaya ulasilmistir. Bu alt temalar bilgi destegi
maddi destek ve sosyal destektir.

Bilgi Destegi

Bakim verenlerin pandemi siirecinde farkli kaynaklardan bilgi destegi aldig1 goriilmektedir. Bu
kaynaklar uzman, arkadas ve internet olarak siralanabilmektedir.

Katilmcilardan besi siirecte bilgi kaynagi olarak ogretmenlere, okul gorevlilerine, doktorlara
basvurdugunu dile getirmistir. Berra Hanim aldig1 6gretmen destegini “Siirekli 24 saat iletisim
halindeyiz. Herhangi bir sikinti oldugunu hemen ariyorum. Hocam soyle hocam boyle ne yapacagim diye.
Ciinkii zor giinlerden gectik. Sag olsun bize destek oldu yani hocam.” sozleriyle aktarmistir.
Katilimcilardan ikisi siire¢te arkadaslarindan destek aldiklarini ve bu yakin arkadaslarin yine
uzmanlardan olustugu goriilmektedir. Bakim verenlerden ticii ise bilgi kaynag: olarak interneti
kullandiklarini dile getirmistir. Bilge Hanim siirecte basvurdugu interneti kullanim seklini
pandemiyi ilk duydugunda arastirma yapmak igin kullandigindan s6z etmistir. Berra ve Derya
Hanim’da egitim konusunda internete bagvurduklarmi belirtmistir.

Maddi Destek

Katilimcilarin {ig¢li pandemi siirecinde komsularindan istihdam ya da karantina siras: aligveris gibi
konularda maddi destek aldiklarini dile getirmistir. Fatma Hanim’da istihdam olarak aldiklar1 bu
destegi,

“Ozellikle karsi komsum ig bulma konusunda. Esim isten ¢iktiginda ciinkii pandemi
siirecinde de ... calistig1 icin isler duruyor ve ¢ik deniliyor. O yiizden esimin suan da bir gigekgi
diikkani var [ilge adin1 sOyliiyor]’da de birinin yanina girdi amcaoglunun ¢icekg¢i diikkani var.
Orada calist1 ora kapandi. Ambalajciya girdi, ambalajcidan ¢ikti. Elektrikgi, elektrikciden gikti.
Su an bir gida toptancisinda galistyor ve bu isleri genelde karst komsumuz buldu. Elektrik ve
gida toptancisini. Ve hani hocam seyden memnun degilsen yine bir ise bakalim. Hani karsi
komsum var sag olsun hakkini hi¢bir zaman 6deyemeyiz.”

sOzleriyle aktarmistir.
Sosyal Destek

Katilimcilarin sekizi siiregte sosyal alanda destek aldiklarini dile getirmistir. Katilimcilar aldiklar:
bu sosyal destegin kaynagi olarak yakin aile bireylerinden (anne, kardes, aile biiyiikleri) s6z etmistir.
Aile bireyleri disinda katilimcilar, okul ve 6gretmenlerden de sosyal anlamda destek aldiklarini dile
getirmistir.

Pandemi Siirecinde Yasanan Sorunlar

Pandemi siirecinde yasanan sorunlar ana temasinda iki alt temaya ulagilmistir. Bu alt temalar Covid-
19 6nlemlerine uyuma iliskin sorunlar ve egitime iliskin sorunlardir.
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Covid-19 Onlemlerine Uyuma Iliskin Sorunlar

Katilimcilar Covid-19 6nlemlerine iliskin yasadiklar1 sorunlar1 problem davranislarla basa ¢ikma,
uyku diizeninde ve evde zaman gegirme basliklar: altinda ele almustr.

Katilmailarin tiimii dikkat ¢eken bir sekilde pandemi siirecinde problem davranislarla basa
¢tkmada sorun yasadiklarini bildirmistir. Bakim verenler bu problem davraniglarin maske
takmama, agresif tavirlar, takintili ve zarar verici davranislar sergileme ile birlikte beslenme
problemleri oldugunu aktarmistir. Ayse Hanim yasantilarim “[Cocugunun adini séyliiyor] hi¢ takmadi
hocam. Maske hi¢ sey yapmadik yani. Zaten bende bile goriirse baglarda ¢ikartiyordu ¢ocuk korkuyordu...”
sozleri ile dile getirmistir. Tugba ve Ahsen Hanim ise 6zel gereksinimli bireylerin sergiledikleri
agresif tavirlar icin hep evde olus ve disar1 ¢tkamama durumlar ile iligskilendirdiklerinden s6z
etmistir. Takintili davranislar i¢in goriis bildiren iki bakim veren bulunmaktadir. Bu bakim verenler
takintih davraniglarin ortaya ¢iktigini ya da ¢itkma olasiligimin yasandigini dile getirmistir. Zarar
verici problem davranislara iliskin goriis bildiren iki bakim verenden Fatma Hanim yasantilarindan
“Giinlerce soyundu camlara ¢ikti atlamaya kalkti. Dordiincii katta oturuyorduk. Neler yasadim hocam kag
kere. Kilitler taktirdim, kilitleri kirds, iki tane disini kirdi sinirli 1sira 1sira. Artik evde ne kadar spor topu varsa,
oyun topu varsa onlart kirdr yedi. Oyuncaklar: yedi.” sdzleri ile bahsetmistir. Iki bakim veren ise segici
yeme davraniglari ya da yemek yememe konularinda sikint1 yagsadiklarmi dile getirmistir.

Katilimcilardan besi uyku rutinlerinde sorun yasadiklarindan s6z etmistir. Bu katilimcilardan Ayse
Hanim uyku diizenlerine iligskin “... Uyku diizenimiz ile ilgili tabi hocam sey yoktu zaman kavrami kalmad:
sanki bir tik daha bu pandemide...” sozlerini dile getirmistir. Bakim verenlerden ikisi ise siirekli evde
kalma durumuna bagladiklar: uyku diizenlerinde sorun yasadiklarini bildirmistir.

Bakim verenlerden altisinin bahsettigi bir diger durum ise evde zaman gegirmede sorun yasama
olmustur. Aygiin Hanim ev ici rutinlerini diizenleyememe sebebiyle yasadiklari sorunlar:
“Bunalmisti yani. O da soyliiyordu asagr inemiyorum, hicbir yere gidemiyoruz. Sikildim. Bu yasaklar ne
zaman bitecek. Biz simdi asagiya insek hemen bize ceza mi yazarlar?” sdzleri ile aktarmistir. Tki bakim
veren ise evde gecirdikleri pandemi siirecinde 6zel gereksinimli bireylerin teknolojik cihazlara daha
¢ok egilimli hale geldiklerinden bahsetmistir. Uc katilma ise evden cikamama durumunun
kendilerini zorladi$in1 dile getirmistir. Tugba Hamim 06zel gereksinimli bireyin evde kalma
durumunu arafta kalmaya benzetmistir.

Egitime Iliskin Sorunlar

Katilimailar egitime iliskin yasadiklar1 sorunlari uzaktan egitim uyum saglama ve teknolojik
sinirliliklarin katilimi zorlagtirmasi basliklar: altinda ele almigtur.

Katilimcilarin beg tanesi canli derslere uyum saglamda sorun yasadiklarini ve bu katilmcilardan
icli ise canl1 derslere katilim saglayamadiklarin bildirmistir. Canli derslere uyum saglamaya iliskin
Ahsen Hanim yasantilarini “Ekran arkasina oturtturdum da ekran basina oturtturamadim.” sozleri ile
aktarmigtir. Bakim verenlerden iki tanesi ise canli derslerin zamanla 6zel gereksinimli birey icin
sikic1 bir hal aldigindan s6z etmistir.

Bakim verenlerden dordii teknolojik sinirliliklardan 6tiirti canli derslere katilimda zorlandiklarini
bildirmistir. Bu zorlanmada bakim verenlerin birden fazla ¢ocugunun aymi cihazdan derse
baglanmas1 gerektigi ya da derse katilim igin teknolojik cihazlarinin bulunmadigindan soz
etmislerdir. Berra Hanim tek cihaz bulunmasindan otiirti yasadiklarim1 “Canli derslere katildik

195



Biyolojik Afetler Agisindan Ozel Gereksinimli Bireyler: Bakim Verenlerin Covid-19 Deneyimleri

katilabildigimiz kadar onu da su an tek telefon var. Biiyiik kizim da katildig1 icin biraz zorlandik ama sag olsun
0gretmenimiz zaman zaman saatlerini bize gore ayarladilar.” sozleri ile aktarmistir.

Pandemi Siirecindeki Gereksinimler

Pandemi siirecindeki gereksinimler ana temasinda bes alt temaya ulasilmistir. Bu alt temalar bakim
gereksinimi, bilgi gereksinimi, maddi gereksinim, psikolojik destek gereksinimi ve sosyal etkilesim
gereksinimidir.

Bakim Gereksinimi

Bakim verenlerin besi pandemi siirecinde 6zel gereksinimli bireyin bakimini siirdiirebilmek igin
destege ihtiya¢ duyduklarindan sz etmistir. Bu bakim gereksinimini, 6zel gereksinimli bireyin
hareket 6zgiirliigii i¢in ya da bakim veren hastali§a yakalansa da 6zel gereksinimli bireyin bakimin
stirdiirmek zorunda olduklarinda ihtiya¢ duyduklarini dile getirmislerdir. Ayrica 6rnegin, Ahsen
Hanim pandemi siirecinde esinin bakim destegine ve ilgisine ihtiya¢ duydugundan s6z etmistir.
Bilge Hanim’da bakim gereksinimine iligskin

“Ya olsa aslinda... Ger¢i benden de kaynaklamiyor ama en azindan bazi dénemlerde
[cocugunun adini sdylityor]’la benim gibi ilgilenebilecek birilerinin olmasin: isterdim. Hig
goziim arkada kalmadan. Ama 6yle bir kimse olmadig) i¢in yani en azindan bazi zamanlar
insaniz hani, bizim de bir kafa dinlemeye, kafamizi bosaltmaya ihtiyacimiz olabiliyor bazen.
Zor ¢linkii.”

sOzlerini aktarmistir. Benzer sekilde Giilcan Hanim’da bu siiregte disari ¢ikmasi gereken
durumlarda 6zel gereksinimli bireyi emanet edecek kimse olmadig; i¢in evi terk edemediginden sz
etmistir.

Bilgi Gereksinimi

Bakim verenlerin ikisi siirecte bilgiye ihtiya¢ duyduklarindan bahsetmistir. Katihimalar bu bilgi
gereksinimlerinin siirece iliskin ve 0zel gereksinimli bireyin becerilerini destekleme gibi alanlarda
oldugundan s6z etmistir.

Maddi Gereksinim

Katillmcilardan {igii pandemi siirecinde maddi gereksinimlerinin oldugunu dile getirmistir. Bu
maddi gereksinimlerini egitim i¢in teknolojik cihaz, saghk giderleri, miilkiyet sahibi olma, nakit
yardim gibi alanlarda olmas: gerektiginden s6z etmislerdir.

Psikolojik Destek Gereksinimi

Katilmcilarin dikkat ceken gereksinim alanlarmndan birisinin de psikolojik destek gereksinimi
oldugu goriilmektedir. Sekiz bakim veren psikolojik destek gereksinimi oldugunu dile getirmistir.
...pandemide extrast oldu. Ruh saghgim kaldr mi bilmiyorum.”
aciklamasim getirirken; Derya Hanim’da yasantilarini “Ruh sagli§imiz biraz benim icin sikintiliydi
hocam. Ciinkii canli derslere girmek, evde kapali kalmak, evde tek basima ilgilenmek, iki cocugumu mesela onu
canly dersine girdiriyordum onu girdiriyordum. Tabi ki evdeydik, sey olmuyordu. Ben birazcik sarsildim.”
sozleri ile aktarmistir. Katilimcilar ruh sagliklarinin bozuldugunu, sikildiklarini ve caresiz

“

Ayse Hanim bu durumla ilgili

hissettiklerini bildirmistir.
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Sosyal Etkilesim Gereksinimi

Bakim verenler sosyal etkilesim gereksinimlerini 6zel gereksinimli birey aileleri ile iletisim kurma
ve sosyal temas igerisinde gevre ile etkilesim kurma bagliklar1 altinda ele almistir.

Bes bakim veren ise pandemi siirecinde 6zellikle yakin gevreleri ile yiiz yiize iletisim ve etkilesime
girme gereksinimi hissettiklerinden s6z etmistir. Bakim verenler sadece kendileri igin degil 6zel
gereksinimli bireylerinde bu etkilesime ihtiya¢ duydugundan s6z etmistir.

Katilmcilardan iigli, pandemi siirecinde 6zel gereksinimli birey aileleri iletisim kurmanin
kendilerini rahatlattigindan ve deneyimlerini birbirleriyle paylasabildiklerinden bahsetmistir.
Siiregte buna gereksinim duyduklarini dile getirmislerdir. Giilcan Hanim bu durum ile ilgili
goriiglerini “Iste hani o: Ben sunu yapwyorum, sen de yap. Sen sunu yapiyorsan ben de bunu yapayim
diyerekten onlarla goriistiigiim zaman ben daha ¢ok rahatliyordum.” seklinde dile getirmistir.

Tartisma, Sonug ve Oneriler

Pandemi Siirecine Iliskin Kavrayislar

Katilimcilarin pandemi siirecine iligskin kavrayislar incelendiginde siireci yasamlarmin rutin akigini
alt iist eden bir durum olarak tanimladiklar1 goriilmektedir. Benzer sekilde Embregts ve digerleri
(2021) tarafindan yiiriitiilen calismada da ebeveynler evde kalma durumundan hosnut
olmadiklarindan bahsetmektedir. Tokatly ve digerleri (2021), Ceylan ve digerleri (2022), Demirtas
ve digerleri (2023) tarafindan yiiriitiilen ¢alismalarda da ailelerin giinliik yasam rutinlerinin
bozuldugunu bildirdikleri goriiliirken; Rogers ve digerleri (2021)'nin ¢alismasinda ebeveynlerin
evde kapali kalma durumuna iliskin tecrit benzetmesi yaptigr dikkat ¢ekmektedir. Arastirma
bulgular1 bu yoniiyle alanyazin ile benzerlik gostermekle birlikte biyolojik bir afet baglaminda
Covid-19 siirecine yonelik 6zellikle 6zel gereksinimli bireyler ve bakim verenlerinin deneyimlerine
dair yeni bilgiler saglamasiyla farklilik gostermektedir.

Aragtirma katilimcalarinin goriis bildirdikleri bir diger kavrayis ise pandemi siirecinin kendileri i¢in
zor kosullar1 daha da zorlagtiran bir durum olarak tanimlanmasi olmustur. Arastirma amaca ile
benzer amaglarla yiiriitiilen ¢alismalarda da goriildiigii tizere hem 6zel gereksinimli bireylerin hem
de bakim verenlerinin 6nemli fiziksel, zihinsel ve sosyal zorluklar yasadiklari belirtilmektedir
(Aykutlu ve digerleri, 2023; Demirtas ve digerleri, 2023; O’'Hagan ve Kingdom, 2020; Ozmete ve Pak,
2023). Bu gergevede hali hazirda var olan zorlu kosullar tizerine pandeminin getirdigi durumlarin
ortaya daha da zorlayic1 kosullar ¢ikardigi sdylenebilir (Epstein ve digerleri, 2021).

Katilimcilar pandemiye iliskin kavrayislarindan bir digerini de korkutucu bir durum olarak
pandemi oldugunu dile getirmistir. Benzer sekilde ytiriitiilen calismalarda da bakim verenlerin 6zel
gereksinimli bireyin hastaliga yakalanma olasili§1 sebebiyle korku ve endise igerisinde olduklar:
belirtilmektedir (Bakan, 2021; Embregts ve digerleri, 2021). Benzer ¢alismalardan farkli olarak bu
aragtirma bulgulari, bakim verenlerin biyolojik bir afet durumunu nasil tanimadiklarina iliskin bilgi
icermesi sebebiyle farklilik gostermektedir.

Pandemi Siirecindeki Deneyimler

Bakim verenlerin pandemi siirecindeki deneyimlerine iliskin arastirma bulgular: incelendiginde,
bakim verenler pandemiyle ilk karsilasmada ne oldugunu anlayamadiklarini dile getirmistir.
Katilimcilar pandeminin hi¢ karsilagsmadiklari bir durum olmasi, bilmedikleri ve varligina
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inanmadiklar1 yoniinde farkli goriisler bildirmistir. Bu bulgular Covid-19'un bir afet olduguna
iliskin bilgileri olmadig1 ya da gerekli bilgilendirmelerin yapilmadig: seklinde yorumlanabilir.
Bakim verenler pandeminin olas1 etkilerinden korkmalarini ise hastaliga yakalanma, egitimden
uzak kalma, evde kapali kalmanin olumsuz etkileri gibi durumlara baglamistir. Benzer amagla
ylriitiilen calismalar incelendiginde ebeveynlerin siirece iliskin bilgiye sahip olmadiklarini
(Paulauskaite ve digerleri, 2021) ve pandeminin uzun vadeli etkilerinden korktuklarmni (Tokatly ve
digerleri, 2021) gostermekte olup, bu arastirma bulgulari ile benzerlik gostermektedir. Bu baglamda,
arastirma bulgular1 afet durumlarinda bakim verenlerin karsilastig1 belirsizlik, bilgi eksikligi ve
korkularin nasil sekillendigine iliskin yeni ve 6nemli veriler sunmakta, boylece literatiire katki
saglamaktadir.

Katilimcilarin deneyimleri kapsaminda goriislerini bildirdikleri bir diger konuda pandemi siirecine
iliskin uyum stratejileridir. Bulgular incelendiginde bakim verenlerin rutin olusturma, ozel
gereksinimli bireye pandemiyi anlatma ve hijyene daha fazla dikkat etme gibi ¢abalar gosterdigi
goriilmektedir. Benzer amacla yiiriitiilen calismalar incelendiginde ebeveynlerin yeni rutinler
olusturma ¢abasi1 gosterdikleri ve zorlandiklar1 (Tokatly ve digerleri, 2021), stirekli temizlik yapma
gibi stratejiler gelistirdikleri (Bakan, 2021), ¢ogunlukla evde kalip, temizlige daha fazla dikkat
ettikleri (Ceylan ve digerleri, 2022), bu zorlu siireci aileleriyle daha fazla vakit gecirerek
asabildiklerini ve dayaniklilik kazandiklarini (Ozmete ve Pak, 2023) belirttikleri dikkat cekmektedir.
Bu arastirma bulgularinda ise bakim verenlerin uyum stratejilerinin kendi eksenlerinden ziyade
0zel gereksinimli birey ¢evresinde sekillenmesi farklilik olarak bahsedilebilir. Arastirma bulgular1
bakim verenlerin 6zel gereksinimli bireye pandemiyi anlatmaya calisirken “polis, 6lim vb.”
terimleri kullandiklarini gostermektedir. Bakan (2021) tarafindan yiiriitiilen ¢alismada da annelerin
pandemiye iliskin 6zel gereksinimli bireye evde kalma, saglik uyarilari gibi durumlar1 agiklamaya
calistig1 bildirilmektedir. Ancak bakim verenlerin ¢ocuklarina pandemiyi agiklamaya calisma
girisiminin, ne kadar etkili olduguna iliskin bir bilgiye ulasilamamistir. Diger bir uyum stratejisi
olarak bahsedilebilecek bakim verenlerin hijyene daha fazla dikkat etmeleri ise 6zel gereksinimli
bireyin var olan saglik kosullarinin riskli olmas: ve incinebilir olma ile iligkilendirilmektedir.

Bakim verenlerin pandemi siirecindeki deneyimlerine iliskin ortaya ¢ikan bir diger bulguda egitim
siirecine iligkin gortisleri olmustur. Katihmcilar 6zel gereksinimli bireyler igin yiiz ytiize egitimin sart
oldugunu ve uzaktan egitimin yiiz yiize kadar etkili olmadigimi diisiindiiklerini dile getirmistir.
Ozel gereksinimli bireyin canli derslere dikkatini vermesi ve siirdiirmesinde problemler
yasadiklarindan s6z etmislerdir. Benzer amaglarla yapilan calismalar incelendiginde ebeveynlerin
okulun ihtiyaglarmi karsilamadigimi (Embregts ve digerleri, 2021), 6zel egitim hizmetlerinin
kendilerinin ytiriitebilecegi bir sey olmayip uzmanlik gerektirdigini (Tokatly ve digerleri, 2021) ve
uzaktan egitim yerine yiiz yiize egitimi tercih ettiklerine (Bakan, 2021) yonelik goriis bildirdikleri
dikkat ¢ekmektedir. Bozkus-Geng ve Sani-Bozkurt (2022) tarafindan benzer amagcla yiiriitiilen
calismada da ebeveynlerin Gzel gereksinimli birey igin yiliz yiize egitime ihtiyact oldugunu
diistindtigii gortilmektedir. Katilimcilarin egitimin anlamina iliskin olumlu bir bakis agis1 olarak
degerlendirilebilecek bir diger goriis bildirdikleri konuda uzaktan egitim siirecinde egitim aktif bir
paydasi olarak siirece katilimlari olmustur. Benzer ¢alismalardan farkli olarak bu arastirma biyolojik
bir afet sirasinda egitimin anlamini ortaya koymasi yoniinden farklilik gostermektedir.
Katilimcilarin egitime aktif bir paydas olarak katilimi, uzaktan egitimin olumlu bir yanmi olarak
degerlendirilmis olsa da, bu siirecte yasanan zorluklar dikkat cekicidir. Bu baglamda, gelecege
yonelik olarak hibrit ve esnek egitim modellerinin gelistirilmesi, pandemi gibi kosullarda 6zel
gereksinimli bireylerin egitimine yonelik siirdiiriilebilir ¢oziimler sunabilir. Yiiz yiize egitimin
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yapilamadigr durumlarda, uzaktan egitim siireclerinin daha etkili hale getirilmesi igin 06zel
gereksinimli bireylere yonelik 6zel materyallerin gelistirilmesi, ailelerin desteklenmesi ve devletin
bu konuda politikalar tiretmesi gerektigi ortaya cikmaktadir.

Bakim verenlerin deneyimlerine iliskin goriis bildirdikleri bir diger konuda gerceklesecek olasi bir
pandemiye iliskin siiregten ¢ikardiklar1 dersler olmustur. Bu kapsamda katihmcilar gelecek bir
pandemide Covid-19 onlemlerini tekrar edeceklerini, evde zaman gecirmeye yonelik 6nlemler
alabileceklerini, yeni pandemi O&zelliklerine gore hazirhk yapabileceklerini ve hazirhk
yapamayacaklarina iligkin goriislerini dile getirmistir. Ozel gereksinimli bireylerin pandemilerde
daha savunmasiz bir grup oldugu goz oniinde bulunduruldugunda, standart onlemler yerine
bireysellestirilmis ve destekleyici tedbirler alinmasi gereklidir. Onerilen bazi alternatif tedbirler
arasinda bireysellestirilmis acil durum planlarinin olusturulmasi, teknolojik desteklerin artirilmasi
ve egitim siirecinin daha erisilebilir hale getirilmesi yer almaktadir. Bu calismanin bulgulari,
gelecekteki pandemilere hazirlik siirecine dair bakim verenlerin deneyimlerine dayali bir ¢erceve
sunmakta ve 0zel gereksinimli bireylerin ihtiyaclarina uygun tedbirlerin gelistirilmesi gerektigini
vurgulamaktadir. Bu baglamda, devlet kurumlarmin ve topluluklarin pandemi siirecinde 6zel
gereksinimli bireylere yonelik hizmetleri daha etkili ve erisilebilir kilmas1 gerekmektedir.

Pandemi Siirecinde Alinan Destekler

Pandemi siirecine iliskin bakim verenlerin aldi81 destekler bilgi, maddi ve sosyal destek alanlarinda
olmustur. Bakim verenlerin siiregte bilgi destegi icin basvurduklar1 bilgi kaynaklarmin uzman,
arkadas ve internet oldugu, benzer amagla yiriitiilen O’'Hagan ve Kingdom (2020) ¢alismalarinda,
ebeveynler okuldan yeterli destek alamadiklarini dile getirdigi goriilmektedir. Bu arastirmada ise
bakim verenlerin okul sayesinde uzmanlara danisabildigi ve yakin c¢evrelerinde bulunan
uzmanlarin bilgisine bagvurduklar1 gortilmektedir. Paulauskaite ve digerleri (2021) ebeveynlerin
medya ve ulusal saglik servislerinden bilgi aldig1 goriiliirken, bu arastirmada interneti bilgi almak
igin kullandiklar1 dikkat geken bir bulgu olarak ifade edilebilir. internet kaynaklarin giivenilir olup
olmamas: ve bakim verenlere rehber olmadaki etkililiginin belirsiz oldugu sdylenebilir. Maddi
destek boyutunda ise bakim verenlerin komsularindan, istthdam ve karantina sirasinda ihtiyaglarimni
karsilamak i¢in destek almalarinin énemli bir bulgu oldugu soylenebilir. Bakan (2021) tarafindan
ylriitiilen ¢calismada yakin aile bireylerinden sosyal anlamda destek almalar1 benzerlik gostermekle
birlikte, bu arastirmada maddi destek boyutunda komsularmn varlig alanyazin ile farklilik
gostermektedir.

Pandemi Siirecinde Yasanan Sorunlar

Katilimcilarin pandemi siirecinde yasadiklar: sorunlar, Covid-19 6nlemleri ve egitim baglamlarinda
sekillenmektedir. Bakim verenlerin Covid-19 6nlemlerine iligskin siklikla dile getirdikleri sorunun
problem davranislar oldugu soOylenebilir. Bakim verenler 6zel gereksinimli bireyin maske
takmamasi, agresif ve takintili davraniglar sergilemesi, zarar verici problem davraniglarin ortaya
¢ikmasi ve uyku diizeninde sorun yasadiklarmni bildirmistir. Ceylan ve digerleri (2022) tarafindan
yuriitillen ¢alismada problem davranislarda artis bildiren katihmailar oldugu belirtilmektedir.
Bakan (2021) tarafindan yiiriitiilen ¢alismada ebeveynlerin 6zel gereksinimli bireyin maske takmay1
kabullendigine iliskin goriislerinin aksine bu arastirmada maske takmay: reddettikleri
belirtilmektedir. Bu durum benzer ya da gelecek afet durumlarna iliskin becerilerin varligi [ytizme,
¢ok-kapan-bekle vb.] ve bu becerilerin ne diizeyde gergeklestirilebilir olmasmin arastirilmasini
glindeme getirebilecegi sdylenebilir. Ayrica katilimcilarin goriislerini bildirdigi zarar verici problem
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davraniglar gercevesinde “camdan atlamaya kalkma” ile benzer sekilde Bozkus-Geng ve Sani-
Bozkurt (2022) tarafindan yiiriitiilen ¢alismada da 6zel gereksinimli bireylerin intihara tesebbiis
ettikleri goriilmektedir. Tokatly ve digerleri (2021), ebeveynlerin problem davranislar konusunda
caresiz hissettigini belirtmektedir. Benzer sekilde bu arastirma bulgular1 da bakim verenlerin
problem davranislar konusunda zorluklar yasadiklarini gostermektedir. Katilimeilarin Covid-19
onlemlerine iliskin yasadiklar1 sorunlardan birisinin de evde zaman gecirmede sorun yasamalar:
olmustur. Bakim verenler evde gegcirdikleri pandemi siirecinde rutin olusturmada ve bu rutine
stirdiirmede sorun yasadiklar1 belirtmektedir. Ayrica baz1 katiimailar evde gecirdikleri pandemi
stirecinde 6zel gereksinimli bireyin teknolojik cihazlara daha fazla bagimli hale geldiginden
bahsetmistir. Benzer amagla yiiriitiillen ¢alismalarda da annelerin 6zel gereksinimli bireylerin
televizyon/tablet/telefon kullaniminda artis oldugu yoniinde goriis bildirdikleri goriilmektedir.
(Aykutlu ve digerleri, 2023; Bakan, 2021)

Katilmcilarin goriis bildirdigi egitime iliskin yasadiklar1 sorunlar incelendiginde ise uzaktan
egitime uyum saglamada zorlandiklar1 ve yasadiklari teknolojik sinirhiliklarin egitime katilimi
zorlagtirdig1 goriilmektedir. Tlgili katilimer goriislerinde teknolojik cihaz eksikligi, internet kesintisi
gibi durumlardan dolay1 canli dersler katilim gosteremediklerini bildiren katilimer goriisleri dikkat
cekmektedir. Benzer amagla yiiriitiilen aragtirmalarda da egitimi evde siirmenin ebeveynleri
zorladig1 (O’'Hagan ve Kingdom, 2020), ebeveynlerin egitim hizmetlerinde kesinti bildirdigi
(Aykutlu ve digerleri, 2023; Bakan, 2021; Ozmete ve Pak, 2023) ve ¢ocuklarinin ekrana dikkati verme
ve slirdiirmede sorun yasadigini belirten ebeveynler oldugu goriilmektedir (Bozkus-Geng ve Sani-
Bozkurt, 2022; Demirtas ve digerleri, 2023).

Pandemi Siirecindeki Gereksinimler

Bakim verenlerin pandemi siirecindeki gereksinimlerine iliskin bulgular incelendiginde stirecte
farkli gereksinimleri olduguna ulasilmistir. Bu gereksinimleri bakim, bilgi, maddi, psikolojik destek
gereksinimi ve sosyal etkilesim gereksinimidir.

Katilimar goriislerinde ifade edilen bakim gereksinimi, pandemi siirecinde yasanan degisimler ile
onemli bir ihtiya¢ olarak ifade edilebilir. Bakim verenler goriislerinde, kendileri gibi 06zel
gereksinimli birey ile ilgilenebilecek ikinci bir kisiye ihtiya¢ duyduklarini belirtmektedir. Benzer
amacla Bakan (2021) tarafindan yiiriitiilen ¢alismada da ebeveynlerin 6zel gereksinimli bireyin
bakimini stirdiirmek igin stirecte ikinci bir kisiye ihtiya¢ duyduklarini dile getirdigi goriilmektedir.
Bilgi gereksinimi gercevesinde de katilimcilarmn bu tip zamanlar ve 6zel gereksinimli bireyi
destekleyebilmek igin bilgi gereksinimleri oldugu goriilmektedir. Pandemi siirecinde ne
yapacaklarina iliskin bilgilerinin olmayis1 da bu bulguyu destekler niteliktedir (Paulauskaite ve
digerleri, 2021). Bakim verenlerin gereksinim duydugu maddi alanlar ise egitimi siirdiirmek icin
teknolojik cihaz, saglik alaninda kullanabilecekleri finansal destekler ve miilkiyet edinmedir.
Katilimcilarin ifade ettikleri ve onemli olarak belirtilebilecek gereksinimlerinden birisinin de
psikolojik destektir. Bakim verenler pandemi siirecinde psikolojik olarak zor bir siirecten
gectiklerini, ruh saghklarinin bozuldugunu ve destege ihtiyaglar1 oldugundan s6z etmistir. Benzer
amagla ytriitiilen bir ¢alismada ebeveynlerin umutsuz hissetmesi ve ila¢ kullanimida artirima
gitme istediklerinin bildirilmesi de bu bulguyu destekler niteliktedir (Rogers ve digerleri, 2021).
Ayrica bakim verenlerin sosyal etkilesim gereksinimlerinin oldugu da dikkat cekmektedir. Bu alan
cercevesinde Ozel gereksinimli birey ve bakim verenleri, pandemi déneminde en azindan yakin
cevreleri ile yiiz yiize iletisim kurmaya gereksinimleri oldugunu ifade etmistir. Bu bulgular
alanyazin ile uyusmakla birlikte, 6zel gereksinimli birey ve bakim verenlerinin benzer durumlara
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yonelik desteklenmeleri gerektigi sonucuna ulasilmistir (Bozkus-Geng ve Sani-Bozkurt, 2022;
O’Hagan ve Kingdom, 2020; Bakan, 2021).

Sonug olarak; arastirmada yer alan katilimcilarin Covid-19 siirecindeki deneyimlerine iligkin
gorilislerinde benzerlik ve farkliliklar bulunmaktadir. Bu cercevede pandemi siirecine iliskin
algilarmin gelistirdikleri uyum stratejilerine, var olan desteklerine ve kaynaklarina gore
degismektedir. Bakim verenlerin farkli 6zel gereksinim gruplariin bakimin siirdiirmeleri siireg ile
ilgili farkli bakis agis1 gelistirmelerine neden olabilirken, bir¢ok noktada da benzer goriise sahip
olduklari ifade edilebilir. Ozellikle benzer amacla ylriitiilen ¢alismalardan farkl olarak, siirece afet
baglaminda agiklama getirmeye c¢alismanin, bakim verenleri daha iyi anlamamiza ve onlarn
destekleyecek daha nitelikli stratejiler gelistirebilecegimize yardimci olacagi soylenebilir. Bu
arastirma sonucunda 6zel gereksinimli birey bakim verenlerinin benzer ve gelecek afet durumlarina
iliskin hayatlarimin bir¢ok boyutunu kapsayacak nitelikte hizmetlere ihtiyaci oldugu goriilmektedir.

Bu arastirmanin bazi sinirliliklar1 bulunmaktadir. Arastirmanin tasari asamasinda bakim veren
ifadesi, 6zel gereksinimli bireylerin bakiminm siirdiiren kisilere ulasmak igin (anne, baba, aile
biiytikleri gibi) genel bir kavram olarak segilmistir. Ancak, calismanin veri toplama asamasinda
katilimc1 grubunun sadece annelerden olustugu, yalnizca annelere ulasilabildigi goriilmiistiir.
Aragtirmanin etik kurul onaylar ve ilgili izinler, bu genis tanimla alinmis oldugundan, bakim veren
ifadesinin makale boyunca korunmasina karar verilmistir. Bu kapsamda arastirma bulgular1 6zel
gereksinimli bireylerin bakim verenleri olarak sadece annesi statiistinde yer alan kisilerin deneyim
ve goriigleri ile siirhidir. Bununla birlikte farkli 6zel gereksinimlere sahip bireylerin ebeveynlerin
goriislerinin 6zel gereksinim tiiriine dayali olarak incelenmememmis olmasi arastirmanin bir diger
simirlili1 olarak kabul edilebilir.

Gergeklestirilecek ileri arastirmalar igin ise 0zel gereksinimli birey ve bakim verenlerinin afet
durumlan ile ilgili bilgi diizeyleri incelenebilir. Ulusal ¢apta 6zel gereksinimli bireylerin afet
planlamalarina katihm gerekliliklerini giindeme getirecek benzer ya da bagka arastirmalar
tasarlanabilir. Uygulamaya yonelik ise 0zel egitim Ogretmenlerinin benzer siireglerde o0zel
gereksinimli 6grencileri destekleyebilmesi i¢in afet farkindalik, uzaktan egitim gibi egitimler almas1
saglanabilir. Ayrica Tele Saglik (Telemedicine) gibi uzaktan saghk hizmeti sunan ve
telekomiinikasyon teknolojisi araciligiyla hastalarin saglik profesyonellerine dijital ortamda
ulagabilmesini saglayan hizmetler gelistirilebilir. Bu hizmet, 6zel gereksinimli bireylerin saglik
hizmetlerine erisimini kolaylastirmakla kalmayip, bakim verenlerin de saglik profesyonelleri ile
daha hizli ve etkili bir sekilde iletisim kurmasma imkan taniyabilir. Pandemi gibi olaganiistii
durumlarda Tele Saglik sisteminin, egitim, bakim ve saglik hizmetlerine entegre edilmesi, 6zel
gereksinimli bireylerin siirekli olarak desteklenmesini saglayacaktur.

Etik Kurul Onayz1: Bu aragtirma 07.06.2021 tarihli 70890 protokol numarastyla Anadolu Universitesi Sosyal ve
Beseri Bilimler Bilimsel Arastirma ve Yayin Etigi Kurulu tarafindan onaylanmaistir.

Arastirmacilarin Katki Orani: Calismanin ilk #i¢ yazari, ¢alismanin tiim asamalarina esit oranda katki
saglamislardir. Dordiincii yazar ise veri analizi ve bulgularin sunumunda destek ve katki saglamistir.

Destek ve Tesekkiir: Bu calisma Anadolu Universitesi Bilimsel Arastirma Projeleri Komisyonu tarafindan
kabul edilen 2111E206 no’lu proje kapsaminda desteklenmistir.

Catisma Beyani: Bu arastirmanin yazarlari olarak potansiyel bir ¢ikar catismasi olmadigini beyan ederiz.
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